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Abstract

Background Systemic lupus erythematosus (SLE) is a life-threatening, chronic, autoimmune disease requiring long
term subspecialty care due to its complex and chronic nature. Childhood-onset SLE (cSLE) is more severe than adult-
onset, and the cSLE population in South Africa has been reported to have an even higher risk than patients elsewhere.
Therefore, it is critical to promptly diagnose, treat, and manage cSLE. In this paper, we aim to describe and evaluate
barriers and enablers of appropriate long-term care of cSLE South Africa from the perspective of caregivers (parents or
family members).

Methods Caregivers (n=22) were recruited through pediatric and adult rheumatology clinics. Individuals were
eligible if they cared for youth (< 19 years) who were diagnosed with cSLE and satisfied at least four of the eleven ACR
SLE classification criteria. Individual in-depth, semi-structured interviews were conducted between January 2014 and
December 2014, and explored barriers to and facilitators of ongoing chronic care for cSLE. Data were analyzed using
applied thematic analysis.

Results Four barriers to chronic care engagement and retention were identified: knowledge gap, financial burdens,
social stigma of SLE, and complexity of the South African medical system. Additionally, we found three facilitators:
patient and caregiver education, robust support system for the caregiver, and financial support for the caregiver and
patient.

Conclusion These findings highlight multiple, intersecting barriers to routine longitudinal care for cSLE in South
Africa and suggest there might be a group of diagnosed children who don't receive follow-up care and are subject to
loss to follow-up. cSLE requires ongoing treatment and care; thus, the different barriers may interact and compound
over time with each follow-up visit. South African cSLE patients are at high risk for poor outcomes. South African care
teams should work to overcome these barriers and place attention on the facilitators to improve care retention for
these patients and create a model for other less resourced settings.
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Background

Systemic lupus erythematosus (SLE) is a life-threat-
ening, chronic, autoimmune disease that manifests
through multisystem episodic inflammation and causes
severe morbidity and early mortality. Accordingly, SLE
requires long term subspecialty care due to its complex
and chronic nature [1, 2]. Worldwide, rheumatic diseases
like SLE are understudied despite being the second lead-
ing cause of disability adjusted life years, as measured by
years lost to disability [3]. Genetic predisposition coupled
with healthcare disparities in medically underserved
areas may worsen SLE outcomes [4]. In high-income
countries, individuals of African descent experience SLE
at a higher rate and have more severe symptoms and
worse outcomes [5]. Childhood-onset SLE (cSLE) is more
severe than adult-onset SLE, as children have higher dis-
ease activity, require more medications, and accrue more
damage than adult counterparts [6]. Therefore, it is criti-
cal to promptly diagnose, treat, and manage cSLE. cSLE
is a chronic disease with no cure and requires routine
follow-up visits for disease monitoring and manage-
ment. Managing cSLE is optimized with a multidisci-
plinary team to oversee clinical management in order to
educate families about prevention of disease flares which
can lead to irreversible damage, address concerns about
reproductive health, encourage medication adherence,
acknowledge the mental health burden of chronic illness,
and ease the transition to medical care upon adulthood
[6]. Early recognition and ongoing access to care and care
retention may impact outcomes, preventing progression
and complications [6].

In a recent study with participation from 44 Afri-
can countries, 12 countries have between one and ten
rheumatologists while 17 have no rheumatologists; the
majority of rheumatologists are in Northern Africa [7].
South Africa is a lower-middle income country that is
a leader in health care for Africa, yet the health system
still has significant challenges and disparities. Despite the
increasing burden of chronic diseases in South Africa,
little is known about the barriers to accessing and utiliz-
ing health care for pediatric chronic conditions. South
Africa is burdened with poverty, communicable diseases
such as tuberculosis and human immunodeficiency virus
(HIV), malnutrition, racial tension and community vio-
lence [8]. South Africa is still dealing with repercussions
of its apartheid history and subsequent entrenched far-
reaching disparities [9]. Ongoing health care delivery to
patients with chronic disease requires coordination of
most aspects of the medical systems: health financing,
governance, health workforce, health information, medi-
cal products and technologies, and health-service deliv-
ery [10].

In South Africa, cSLE is characterized by patients
who have more active disease, serious organ system
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involvement, and worse outcomes than North Ameri-
can peers [11, 12]. Previously, our team demonstrated
that there are many barriers to diagnosing cSLE in South
Africa. Among patients currently receiving care for cSLE,
they face challenges at the level of cSLE caregivers (lack
of knowledge about SLE, financial difficulties, social
stigma of SLE) and the health system (misdiagnosis, lack
of trained staff, a complex medicine systems) [13]. Con-
tinued long term medical care is essential for cSLE main-
tenance, as lapses in care are often linked to disease flares
[14]. The barriers to receiving sustained medical care
in this population have not been explored, and it is not
known how they differ from the barriers experienced in
receiving an initial diagnosis. The purpose of this study is
to describe caregivers’ experiences engaging in long term
medical care for cSLE, and to identify barriers and facili-
tators to long term care continuity and retention among
cSLE patients. This study utilizes a qualitative approach
to understand the experience of managing cSLE in the
context of the South African healthcare system.

Methods

Setting

Participants were recruited through pediatric and adult
rheumatology clinics at two government-funded tertiary
hospitals (Red Cross War Memorial Children’s Hospital
and Groote Schuur Hospital) and a private practice clinic
in Cape Town, South Africa.

Participant recruitment

Family caregivers were considered eligible for recruit-
ment if they cared for youth (<19 years) who were diag-
nosed with cSLE and satisfied at least four of the eleven
ACR SLE classification criteria. Out of the potential care-
givers for the 72 patients identified across the three cen-
ters, we attempted to contact each family unit to identify
a named contact for study participation. Thirty were con-
tacted successfully in-person, by phone, or by email. Of
the 30 contacted, 22 cSLE caregivers enrolled in the study
and completed an interview.

Ethical review

The study was approved by the Duke Institutional Review
Board (#Pro00045133) and University of Cape Town
Human Research Ethics Committee (#424/2013). Partici-
pants completed written informed consent in their pre-
ferred language prior to the interview.

Procedures

Individual, in-depth, semi-structured interviews were
conducted between January 2014 and December 2014.
The interview guide was developed based on a literature
review on specific hurdles embedded in the South Afri-
can medical system and challenges in managing cSLE.
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The guide included open-ended questions and follow-up
probes about the barriers to and facilitators of ongoing
long—term care for cSLE ( Supplement 1). Participants
were offered the flexibility of having the interview con-
ducted at home (#=3) or at the clinic attended (2=19)
to minimize the burden of travel. Interviews were con-
ducted by author LBL and lasted 30 to 90 min. Interviews
were conducted in the primary language of participants
(English [n=16]; Afrikaans [#=3]; Xhosa [#=3]). Non-
English interviews required a linguistically and culturally
competent translator who provided real-time, simultane-
ous translation.

Self-described participants were requested to report
how they self-identify (racially/ethnically) with categories
based on those in South African population surveys [15].

Analysis

The interviews were audio-recorded and transcribed
verbatim. They were analyzed using applied thematic
analysis to identify recurring themes related to barriers
to and facilitators of chronic care management perceived
by caregivers of cSLE patients [16]. Major themes were
reviewed by two coders to reach consensus, and ana-
lytic memos were written to organize the content of the
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interviews and incorporate relevant quotes. The memos
were manually coded for primary thematic categories
related to chronic care retention barriers and facilitators
at the levels of the patient and/or health system.

Results

There were 22 c¢SLE caregivers in the sample: 18 moth-
ers, 2 fathers, 1 grandmother, and 1 foster mother. In all
cases, the race/ethnicity of the caregiver was consistent
with that of the child. Descriptive characteristics, such
as age, household income, means of transportation, and
education level, are described in Table 1. Although 36%
of South Africans live below the poverty line (R620/$43
USD per month), none of the caregivers reported
monthly household incomes below this threshold [17,
18]. The majority of caregivers (59%) received govern-
ment social welfare grants (R450/$29 USD per month),
and would likely live below the poverty line without the
grants [19]. 18% of caregivers reported living without
running water or electricity.

Barriers
Four barriers to engagement and retention in cSLE were
identified (Table 2). Three barriers were at the level of the

Table 1 Demographic Characteristics of Pediatric SLE Sample (N=22)

Characteristics n

%

Caregiver relation to patient

Mother 18 81
Father 2 9
Grandmother 1 5
Foster mother 1 5
Self-reported race/ethnicity of caregiver
Admixed 16 73
Black 3 13
White 2 9
Indian 1 5
Language of interview
English 16 72
Afrikaans 3 14
Xhosa 3 14
Caregiver highest education level
Less than grade 12 8 36
Grade 12 8 36
University of higher 3 14
Not reported 3 14
Access to private transportation
Yes 7 32
No 14 59
Unknown 2 9
Mean Range
Household income, per month* R4,693 ($363 USD) R950 - R10,000 ($73-800 USD)
Age of child SLE patient at diagnosis, years 10.9 7-15
Age of caregiver, years 44.2 32-74

*R=South African Rand, USD=United States Dollars



Ikram et al. Pediatric Rheumatology (2024) 22:59

Page 4 of 10

Table 2 Barriers to long term SLE care retention: themes and illustrative quotations

Theme: Caregiver Knowledge Gap regarding SLE
Caregiver, Age of child SLE diagnosis 12 yrs, Mean income
R1200/ 93 USD*

Caregiver, Age of child SLE diagnosis 7 yrs, Mean income
R1100 /85 USD

Caregiver, Age of child SLE diagnosis 10 yrs, Mean income
NR'

Theme: Financial Barriers for Caregivers

Caregiver, Age of child SLE diagnosis 10 yrs, Mean income
NR

Caregiver, Age of child SLE diagnosis 7 yrs, Mean income
R1100 /85 USD

Caregiver, Age of child SLE diagnosis 9 yrs, Mean income
R6000 /465 USD

Caregiver, Age of child SLE diagnosis 10 yrs, Mean income
NR

Caregiver, Age of child SLE diagnosis 9 yrs, Mean income
R1500 /116 USD

Theme: Social Stigma of Sick Child

Caregiver, Age of child SLE diagnosis 13 yrs, Mean income
R840 /67 USD

Caregiver, Age of child SLE diagnosis 9 yrs, Mean income
R6000 / 465 USD
Caregiver, Age of child SLE diagnosis 9 yrs, Mean income
R1500/ 116 USD

Caregiver, Age of child SLE diagnosis 10 yrs, Mean income
NR

Theme: Complexity of South African Medical System

Caregiver, Age of child SLE diagnosis 12 yrs, Mean income
R1200/ 93 USD

Caregiver, Child age of onset 10 yrs, Mean income NR

“[If someone asks what lupus is], I just only told them when she had the first bad prob-
lem, then | couldn't explain what it was. | can't really explain it.”

They only told me...it is just her kidneys...They told me the protein in the pee is too
much and that is all they told me...so | didn't know it was lupus.

"l would just [say]l am at the stage where | don't explain lupus!Normally [I] tell them
that, otherwise | would just say it is a disease that affects anyone at any age”

“We come to clinic every 2 weeks in a taxi...it takes 1 hour...last week [we didn't have
taxi fare], so we walked. [The walk] took three hours”

"It affects me...I will have people say come to a job, but | can't because | am with my
daughter. | can't’come every month because she is sick, sick leave is used up. But | must”
“After she was diagnosed, | got a job, but the boss was so nasty [about missed work],

so | quit...the manager didn't understand that [my daughter] had to come to the
hospital...l applied for a grant, but | didn't meet [eligibility]”

“It takes about an hour on the bus to get here. For me it is much safer with the bus than
a taxi because a taxi is quite like they don't care about your life, they just want to drive
and get paid. That is why we take the bus, and it takes about an hour to come here”

“| got one bill for $2300 something and | was like what the hell, where am | going to get
this money to pay this. | called the hospital and enquired about this, and they told me
to go to the admin block and speak to people. | told them my husband is working years
as a taxi driver and is only paid minimum.”

“| tell them that... it's only in his joints and that it affects his joints and it's not conta-
gious for somebody else to get”

"When people first know...it is like...they are scared, or something...scared they are
going to get sick”

“She was [bloated from prednisone] when she went to high school and then some
children made fun of her and all”

“I think there are a lot of misgivings about the whole Lupus spectrum; I don't think many
people are aware of it

“My visits [for pediatric rheumatology care] take 3 h, not including trips to the phar-
macy. "

“[We have doctor visits for lupus] monthly and then after a certain time, maybe two
months...Maybe after three months to six months and we have to come back to Cape
Town. [from the Eastern Cape ~ 760 km/ 500miles]”

*R=South African Rand, USD=United States Dollars; tNR=Not reported

caregiver (knowledge gap, financial burdens, and social
stigma of SLE) and one barrier was at the level of the
health system (complexity of the South African medical
system).

Caregiver knowledge gap

Most caregivers expressed little to no prior knowledge of
SLE. Subsequently, caregivers were unable to distinguish
SLE symptoms from other illnesses, and severe symp-
toms from typical ones. Upon receiving the diagnosis of
cSLE, many caregivers still reported confusion over diag-
nosis and were unable to comprehend the disease itself,
much less be able to define it for others. One caregiver
conveyed that “[if someone asks what lupus is], I just
only told them when she had the first bad problem, then
I couldn’t explain it. I can’t really explain it” In addition to
the lack of understanding of cSLE at diagnosis, there was
a knowledge gap in chronic care management of SLE. For

example, many caregivers did not understand that the
medications for SLE are not only to be used to improve
symptoms during a flare, but also to maintain disease
control and to prevent flare, and need to be taken even
when the patient feels well. Additionally, many caregiv-
ers did not realize that severe damage that occurs prior
to proper treatment cannot always be reversed, even with
optimal therapeutics.

Furthermore, the caregivers did not always envision
themselves as partners of the healthcare team in man-
aging cSLE over time. Patient-centered care and shared
decision making are increasingly recognized as pillars of
quality healthcare. Shared decision making can empower
patients and families to take an active role in their care
[20]. There has been a slower adoption of these practices
in low- and middle-income countries (LMIC) settings
[21]. Yet, there is a hidden burden on caregivers to man-
age cSLE, transferring most of the effort from the health
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system and providers to caregivers who lack knowledge,
experience, and resources.

Financial burden of care

The financial burden of cSLE longitudinal management
was the most frequently cited issue. There is an economic
burden associated with a chronic illness like SLE. The
burden includes specific treatment costs, transportation,
and caregiver loss of productivity/income [22]. Caregiv-
ers who were above the poverty line pay medical bills
for hospitalization on an income-based level, and many
were on a payment plan for bills from initial diagnosis.
Accessing sick leave for chronic illness management for
their child was identified as a barrier by many caregiv-
ers. Although missing work once for the initial illness was
viewed by employers as justifiable, missed work accu-
mulated with repeated follow-up visits, and there is less
awareness of chronic illness in childhood. Most caregiv-
ers reported insufficient sick leave to cover appointments
at 2-to-3-month intervals. Some caregivers reported dis-
appointment that their supervisors did not understand
that the caretaker’s child’s health issues required critical
follow-up visits and thus did not understand why these
visits took priority over work. Transportation costs were
also a financial burden, as the majority of caregivers did
not have access to private transportation and had to
rely on public transportation. They had to pay to get to
and from the medical facility, and the high transporta-
tion costs accumulated over time and were a burden on
tenuous family finances. The time it took to commute to
the clinic was great and costly. One caregiver stated that
“we come to clinic every two weeks in a taxi...it takes 1
hour...last week [we didn’t have taxi fare], so we walked.
[The walk] took three hours” The ongoing new costs due
to time away from work at any visit and the costs of trans-
portation to clinic compound the already often lingering
high costs of previous outpatient visits to these and other
specialists and bills form the initial hospitalization.

Social stigma of cSLE

While caregivers themselves had limited knowledge
of ¢SLE, the caregivers reported that the general pub-
lic appears to hold negative misconceptions about SLE.
Caregivers feel the effects of this stigma, reporting that
people outside their family unit, such as neighbors and
school community members, believe that cSLE is conta-
gious, when in reality “it’s only in [one’s] joints...[and] not
contagious for somebody else to get” Many caregivers
cited that they felt like they had to hide their child’s con-
dition from the community out of fear of lasting social
stigmatization. This stigma is a barrier to longitudinal
care. Taking a child out of school for care may call atten-
tion to the cSLE diagnosis. If caregivers feel stigma about
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the illness, they are motivated to reduce actions which
make the diagnosis more visible.

Complexity of medical system

Complexity of the medical system emerged as a barrier
to continuing care. Sustained follow-up care is at the
core of diagnosis and treatment of chronic disease with-
out a cure like cSLE and requires multiple visits that are
often difficult to navigate and access. cSLE patients may
require multiple visits from other specialists, such as
hematologists and nephrologists, which add to the care
coordination obstacles. The time and transportation
costs noted above were multiplied if the family has to
make a visit to two different specialists on different days
of the week. The medical team did not always fully com-
municate well the plan during disease maintenance and
disease flares, which at times could lead to confusion and
affect compliance.

Facilitators

While barriers to continuing to manage care for SLE were
identified in this study, themes around factors which
greatly facilitated chronic care emerged as well (Table 3).
Three themes emerged for facilitators in chronic care of
cSLE, all of which directly related to the caregiver level
(patient and caregiver education, robust support system
for the caregiver, and financial support for the caregiver
and patient).

Patient and caregiver education

Good communication and continued education by the
pediatric rheumatologist were noted as facilitators to
receiving ongoing care for cSLE. This was accomplished
if the doctor thoroughly answered any questions and
equipped the caregiver with informational tools. One
caregiver expressed that “Dr. — was excellent...he could
tell us what was wrong with [our daughter] ...He gave us
brochures and stuff as well” Another said, “I think I've
been well informed, and I ask questions every time.” The
lack of caregiver knowledge on cSLE and chronic care
management that was described as a barrier above had
been reduced in some families through consistent and
targeted education of caregivers. This education enabled
caregivers to understand the importance of ongoing vis-
its for chronic disease and helped them provide optimal
care between appointments for their child. Caregivers
also reported that their children with SLE also benefited
when they were aware of their own condition and had
enough background knowledge to ask relevant questions.

Social support system for caregiver

When caregivers were surrounded with a robust social
support system, the barriers to caring for a child with
cSLE were lessened. The support tended to come mainly
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Table 3 Facilitators to long term SLE care retention: themes and illustrative quotations

Theme: Patient/Parent Education
Caregiver, Age of child SLE diagnosis 10 yrs, Mean income NR'

Caregiver, Age of child SLE diagnosis 11 yrs, Mean income R1625/
125 USD*

Theme: Robust Caregiver support system
Caregiver, Age of child SLE diagnosis 10 yrs, Mean income NR

Caregiver, Age of child SLE diagnosis 10 yrs, Mean income NR

Theme: Financial support
Caregiver, Age of child SLE diagnosis 10 yrs, Mean income NR

“I think I've been well informed, and | ask questions every time [l have a ques-
tion] I say 'It's your immune system. That your body is fighting itself"

“Dr. — was excellent...he could tell us what was wrong with {our daughter] ...He
gave us brochures and stuff as well”

“The people who give me the most support are my parents...we're never alone
if we need something, and | don't even have to ask, they are always there for me”
“My mother [gives me support] If I can't get off work, she will look after [my
daughter when she is sick] My employer: she's been very understanding and
supportive”

“I've been lucky; actually, both of us have had employers who have understood.
So now when she wasn't feeling well | could stay at home and work from home.

Also when she was ill, I had a full time job and they allowed me to stay out for
the month she wasiill”

Caregiver, Age of child SLE diagnosis 10 yrs, Mean income NR

“[There were] definitely not [delays in diagnosis or treatment.] We have obviously

been in a fortunate position to have private [medical care in the private health
care system] treatment”

*R=South African Rand, USD=United States Dollars; tNR=Not reported

from the parents of the caregiver and fulfilled every
aspect of a solid support system, as one caregiver said
that without “[having] to ask, [my parents] are always
there for me” Another caregiver was grateful that “my
mother [gives me support.] If I can’t get off work, she will
look after [my daughter when she is sick.]” In some cases,
the caregiver’s employer was part of the support system if
they provided work flexibility; as one parent summarized,
her employer was “very understanding and supportive”

Financial support for caregiver and patient

The financial burden of missing work (therefore going
without pay) as well as the expenses involved in hospital
bills and transportation costs that accumulate with every
follow-up visit are significant challenges. Support stems
from “employers who have understood. So now when [my
child] wasn't feeling well I could stay at home and work
from home. Also, when she was ill, I had a full-time job
and they allowed me to stay out for the month she was
ill” Additional cited ways to lessen the financial burden
on caregivers and patients extend beyond the workplace
and into the realm of more convenient and less costly
transportation to and from appointments. By providing
financial support for the caregiver and the patient, this
major barrier may be alleviated.

Discussion

Childhood-onset SLE is a chronic condition, and consis-
tent longitudinal care is necessary to keep the disease in
remission and prevent long term damage. cSLE patients
in South Africa often have very active disease and poor
long-term prognosis [11, 12]. The chronic nature of cSLE
coupled with its multifaceted progression mandates that
it is treated consistently and responsively, underlining

the importance of the caregiver’s role in managing their
child’s condition. It is therefore critical to retain diag-
nosed patients in care to keep disease in remission and
prevent inflammation and subsequent organ damage.

Our prior study highlighted missed opportunities for
timely diagnosis of cSLE in South Africa, identifying the
following barriers: (1) Knowledge gap regarding SLE; (2)
Financial difficulties; (3) Social stigma of SLE; (4) Lack of
trained staff; (5) Complex medical system; and (6) Misdi-
agnosis. In this study, similar themes related to barriers
to care retention for South African c¢SLE patients were
noted. These findings imply that just as there might be
a population of children who never receive diagnosis for
cSLE, there might be a subset of diagnosed children who
don’t receive follow-up care and are subject to loss to fol-
low-up [13].

In the US, Canada, and Europe, access to care for
chronic conditions is relatively easier to attain [23-25].
In contrast, most low- and middle-income countries have
historically prioritized infectious diseases and trauma,
and have fewer medical professionals trained in manag-
ing pediatric rheumatic disease, as well as lack of access
to proper testing and equipment for ongoing disease
monitoring [26, 27]. Many infectious disease symptoms
overlap with rheumatic disease such as inflammation
and fever, making differentiation difficult. South Africa
is unique because it has created infrastructure for the
increasing number of chronic conditions, partly due to
the gradual introduction of HIV/AIDS care over the past
few decades and shift from episodic treatment to life-
long care [28].

The two financial burdens of travel and caregiver-
missed work was identified as the greatest barrier to
ongoing cSLE care in this setting. Most of the patient
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caregivers were receiving social grants which supported
inadequate household income, suggesting some degree
of financial instability. Continued missed work or use of
sick leave could threaten employment, and subsequently
the financial situation of the entire family. Most cSLE
patients will need to travel to clinic for SLE management
every one to three months. If an employer is unfamiliar
with SLE or chronic disease management, caregivers may
be penalized or terminated for continuing to miss work-
ing days. In a study of adult patients in South Africa,
unskilled workers and domestic employees faced the
largest barriers to sick leave for chronic disease manage-
ment [29].

Both hospital bills and the hidden costs of chronic care
(taxi/transportation fare and missed work) compound at
each follow-up visit, increasing the burden on the care-
giver. Many caregivers reported they are without access
to running water or electricity and this suggests that
patients with lower socioeconomic status can be vulner-
able to opting out of ongoing care due to high cost [9].
Structural racism contributes to adverse health outcomes
through a variety of avenues, and racism is associated
with poor physical health. The patients and caregivers in
our cohort were primarily Black or of admixed ancestry,
and therefore, likely affected by the impact of structural
racism [30, 31]. The majority of caregivers didn’t have
access to private transportation, and subsequently had
to rely on minibus taxis, which are public and the least
expensive yet most dangerous mode of transportation
in Cape Town [32]. The financial barriers to ¢SLE care
retention affect minority groups at a greater rate, par-
tially explaining racial discrepancies in symptom severity
and care received [5].

The complexity of the South African medical system
was a barrier to timely SLE diagnosis and continues to
impede ongoing care for SLE [10]. In this study, the com-
plexity of care was more dependent on multiple subspe-
cialists involved in the care of ¢cSLE. For some patients,
they may see multiple providers from different subspe-
cialties, which often hold clinic on different days. Over
time, providers can aim to decrease the burden of sepa-
rate subspecialty visits by adding social workers or team
members to appointments where the Rheumatology,
although coordination of these teams in resource-limited
settings remains a challenge.

The lack of caregiver knowledge about cSLE is another
barrier to continuing cSLE care. This knowledge bar-
rier is not unique to SLE but is characteristic of many
chronic diseases like diabetes and HIV/AIDS, which are
widespread in South Africa [33, 34]. In a study on dia-
betes in South Africa, the confusion over diabetes and
its management is a reflection of poor access to health-
care, mistrust of that healthcare system, and/or little to
no perceived social support [33]. There are few pediatric
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rheumatology providers in sub-Saharan Africa, limited
to major urban centers. Lack of understanding about
disease, mechanism and prognosis may lead to misper-
ception about the importance of ongoing clinic visits
for disease control, and subsequent disease activity and
damage [35]. In other places in sub-Saharan Africa, there
is varied understanding of the severity and subtypes
of pediatric rheumatic disease leading to frustration
among providers, patients, and their families [36]. The
limited knowledge of the diagnoses and management of
chronic rheumatic diseases in general practitioners led to
addressing the more urgent challenge of managing pain
control rather than conclusively working towards diagno-
sis and treatment, resulting in delays and lack of a defini-
tive diagnosis.

cSLE is a relatively rare condition, and there is little
public awareness which can lead to social stigmatization
[37]. A disease typically becomes stigmatized if it is pro-
gressive and incurable, not well understood among the
public, and presents symptoms that can’t be concealed
[38]. Often, there is stigma associated with a sick child
[26]. The stigma of a child with chronic disease may be
more heightened than that of a chronically-ill adult,
because the image disrupts expectations of a proper soci-
ety with healthy children who are occasionally, if at all,
susceptible to short-term illnesses and not ones conven-
tionally viewed as byproducts of aging [39]. Some of the
symptoms of cSLE, like alopecia and malar rash, can’t be
easily masked, and may instill fear in uninformed indi-
viduals of contagion and easy transmission [40]. To pro-
tect their child from stigma, caregivers may isolate their
family from a larger social network, which ultimately may
result in lack of necessary support to continue to access
care [41]. Caregivers may attempt to conceal the signs of
illness, which may include frequent visits to clinic or hos-
pital. Lapsed visits may contribute to inadequate treat-
ment and less contact with the pediatric rheumatologist
may further deepen the knowledge barrier. Strained rela-
tionships may emerge, and patients sometimes react by
noncompliance to treatments and nonadherence to med-
ications [40, 42]. The cumulative impact of social stigma
is that cSLE patients with poor disease control are likely
to have higher rates of depression, particularly those with
lower education backgrounds [43]. The mental health
comorbidities of c¢SLE further impedes patients from
optimally managing cSLE [44].

We identified three primary facilitators for cSLE patient
retention: education, financial support, and development
of a robust social support system for patients and care-
givers [13]. The possible solutions for each barrier are
informed by other chronic disease models [33, 45-47].
Creating robust, local support systems through caregiver
networks and support groups may improve chronic care
return rates for cSLE patients in South Africa. To reduce
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the complexity of chronic care and the added burden of
multi-specialty care, patient navigators have been used
in other health systems to improve care retention in SLE
[48]. Financial support in the form of transportation,
flexible shifts, and monetary contributions, for example,
are extensions of social support and filling in the pres-
ent needs of a household managing cSLE. In addition
to financial systems to ease the burden of transporta-
tion costs, innovative solutions to ongoing care could be
considered in this setting. The use of health tools such as
patient education texts could improve patient and care-
giver health literacy. Alternating in-person visits with
phone or telehealth visits could reduce the burden of
missed days on the family and improve the patient and
caregiver connection. The recent global COVID-19 pan-
demic has increased the infrastructure for telehealth
in SLE clinics, and this may have long-term benefits to
reduce time and travel costs for some cSLE caregivers
[49-52]. Adaptations for the virtual format are underway,
such as the virtual pediatric gait, arms, legs, spine screen-
ing examination is a component of a global telemedicine
initiative [53]. Those families who lack access to internet
services will continue to struggle with health care access.

Beyond direct financial support, support systems also
include support groups, which have been proven to
improve clinical as social outcomes, as peers are often
perceived as more approachable and accessible that
medical providers [47]. Online support groups, such as
WhatsApp group chats, are very promising in the cur-
rent technology-driven world and can reduce the gap
between clinical and at-home care [54]. Similarly, other
interventions that can be conducted by both medical and
non-medical professionals, such as disease education
and prevention programs, pain management strategies,
school support, transition and career planning, family
counseling, and psychotherapy, can be broadly designed
so that they are personalized for the patient for maximal
benefit [43]. The cumulative impact of support groups
is the reduction of the knowledge gap in cSLE among
caregivers, patients, and hopefully even extending to
the public. Improving family education at diagnosis and
follow-up visits may increase patient-physician trust,
empower patients and caregivers, and motivate them to
return for care.

This study has several limitations. Although the data
utilized in this study is from 2014, nearly a decade prior,
there have not been any interim studies regarding this
subject matter. Further, the situation for such patients
in South Africa has been worsened by the COVID-19
pandemic, which has exacerbated the existent barriers
to assessing and maintaining healthcare care for people
with disabilities including chronic health conditions [55].
More recent studies have demonstrated the economic
and social repercussions of COVID-19 on healthcare
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retention among HIV patients [56]. Another limitation
was posed by selection bias influencing the sample of
caregivers, as those interviewed had been able to over-
come barriers to attending follow-up visits. We were not
able to capture the insights of caregivers for patients that
had been diagnosed but lost to follow-up or those that
were not diagnosed at all—these two subsets might have
experienced different barriers which prevented them
from coming back. Therefore, the barriers and facilita-
tors described in this paper stem from a group of care-
givers who have demonstrated resilience and had access
to resources that enabled their children to receive long-
term subspecialized cSLE care with optimal continuity of
care. While some of the caregivers were below the pov-
erty line, they received support via government social
grants, which likely contributed to their successful reten-
tion. Additionally, the interviews were conducted in an
urban setting at two government centers and one private
practice, possibly creating selection bias. However, the
likelihood of representative sampling was increased: 80%
of South Africans use public health care [57], and the
only cSLE providers in the region were located at these
institutions.

Solutions to implement in the future should be
grounded in the themes identified in the caregiver
interviews (Tables 2 and 3). Since financial barriers
were the most cited, transportation or transport subsi-
dies arranged by employers would reduce the hassle of
attending appointments, decreasing travel time, and thus
reducing the amount of time away from work. A stan-
dardized letter written by the SLE care team to caregiver
employers could be given to new patients and caregivers.
The letter would explain that the caregiver has a child/
dependent with ¢SLE and the crucial importance of the
child and caregiver attending rheumatology clinic every
1-2 months. Such communication could minimize the
unknown and confusing aspects of this disease and hope-
fully allow caregivers to better attend routine care at cSLE
clinic appointments. SLE support groups would addition-
ally improve caregiver and patient knowledge so they are
empowered to return for care, and individuals that are
part of their extended social network could be invited to
attend, reducing social stigma and misconceptions sur-
rounding cSLE. Clinic-based education sessions could
complement caregiver or patient-led support groups to
improve knowledge about SLE diagnosis and chronic
management. Online support groups and educational
materials are another format to be considered, although
these may not be accessible for low-income families.
Cohort monitoring could identify patients who have
not returned to clinic, and patient- and family-centered
interventions could be designed to optimize continued
contact with the patient while minimizing the burden of
travel and missed work on caregivers. Patient navigators
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are trained to help patients overcome modifiable barri-
ers to health care and can improve care of chronic con-
ditions. Navigators may be nurses, social workers, or lay
health workers, including peers. Navigators trained in
SLE may be a cost-effective way to retain families in care
and reduce significant morbidity and mortality of cSLE.

Conclusion

The management of a chronic yet life-threatening pediat-
ric disease such as cSLE is a worldwide challenge. South
African cSLE patients are at high risk for poor outcomes;
therefore, identifying barriers and facilitators to ongo-
ing care is important. This work highlights challenges
to patients and caregivers for cSLE patients to contin-
ued care in clinic. South African care teams can work
to implement changes, such as consolidating multidis-
ciplinary care, creating virtual/WhatsApp patient sup-
port groups, and connecting families to social services
to improve care retention for these patients and create
a model for other less resourced chronic disease care
settings.

Appendix
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tics South Africa, Pretoria (2012))
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