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Strengthening lupus education
and coordinated care In
developing countries

Sandra V. Navarra*

Section of Rheumatology, Department of Medicine, University of Santo Tomas, Manila, Philippines

SLE is a chronic autoimmune disease with a wide range of manifestations and
potential to affect several organ systems. Complications arise from both
disease and medications especially glucocorticoids, significantly contributing
to overall morbidity and mortality. SLE predominantly affects patients during
their prime productive years resulting in substantial economic burden on the
patient, caregivers and society due to direct, indirect and intangible costs. In
developing countries with limited resources, efficient healthcare delivery for
most lupus patients remains elusive. This is magnified by the increasing
shortage of rheumatologists and lupus specialists. Physician education starting
in medical school as well as practical referral pathways and physician
networking in clinical practice ensure continuity of and coordinated care for
every lupus patient. Likewise, education of allied health professionals, patient
empowerment and self-help programs help improve overall outcomes in SLE.
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Introduction

Systemic lupus erythematosus (SLE) predominantly affects young individuals and
interfere with their potential to be productive members of the societal workforce.
Additionally, SLE as a disease significantly increases healthcare utilization with higher
overall expenditures. Consequently, the burden of SLE impacts the patient, family,
community and society. More than 85% of the world’s population live in low to middle
income countries (LMIC), usually in developing countries, where SLE has been
associated with several unfavourable outcomes including higher disease activity, damage
accrual, work disability and mortality (1, 2). Infections, notably tuberculosis (TB) are an
important cause of mortality and morbidity in SLE particularly in low socioeconomic
status (SES) settings, with TB infection closely linked to glucocorticoid use (3) further
incurring additional healthcare costs in LMIC (4). These are compounded by the
increasing patient load and globally dwindling rheumatology workforce which are
largely responsible for many of the health disparities, resulting in diagnostic delay and
severe organ damage, and contributing to overall SLE illness burden (5). Aside from the
development and implementation of public policy measures to improve healthcare
delivery in SLE (6), physician education is fundamental to mitigating the effects of
these health disparities. This article proposes various strategies to strengthen lupus
education and enhance coordinated care especially in resource-limited settings or
developing countries.
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Integrating SLE in the medical curriculum
and residency training program

“Start them early”. Medical education lays the foundation for
capacity building of competent specialists in Rheumatology.
Many rheumatology fellowship applicants develop an interest in
rheumatology during medical school and internal medicine
residency training, particularly in institutions with strong
academic rheumatology orientation. Strategies should thus focus
on increasing exposure to rheumatology in both medical school
and residency (7).

Educational resources have been developed through The Lupus
Initiative (TLI) of the American College of Rheumatology (ACR) to
foster increased awareness of lupus among educators and students.
These include presentations, videos, interactive case studies etc.,
appropriate for teaching on health disparities, management of
chronic disease, and coordination of care. In particular, the ACR
Medical School Outreach Project offers complimentary lupus
educational resources to medical schools to help increase the
number of healthcare providers who are knowledgeable about
diagnosing and treating lupus (8).

Furthermore, the existing exchange programs which offer
opportunities for young rheumatologists from LMICs in Asia
Pacific League of Associations for Rheumatology (APLAR) to
learn from APLAR Centers of Excellence (9) as well as engage
and collaborate with colleagues at the annual ACR and European
League Against Rheumatism (EULAR) meetings (10, 11) may be
expanded to deserving and highly motivated medical students or
residents with special interest in rheumatology.

Patient educators enrich the learning
experience

“Patients are our best teachers”. Involving patients as educators
more effectively hones patient-centric skills than if taught by
physician-educators (12). The participation of “patient partners”
with deforming rheumatoid arthritis who have been trained and
certified in the demonstration and instruction of musculoskeletal
physical examination has been adapted and consistently highly
rated by students and trainees in developing countries like the
Philippines (13). This innovative learning program has now been
locally expanded to involve lupus patients with good
communication skills to share their SLE journey, actively
engaging students and trainees to better understand and integrate

the knowledge of SLE from the patient’s perspective.

Dedicated lupus clinics

“Tell me and I forget, teach me and I may remember, involve
me and I learn” (quote from Benjamin Franklin). Students and
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residents learn best when the learning experience is interactive
and pertinent to the necessary skills to best perform their tasks
in clinical practice. A dedicated lupus clinic performs better in
terms of quality measure compared with the general
rheumatology clinic, by optimally leveraging the subspecialist’s
experience, care processes, interdisciplinary networks, and
increased awareness of disease-pertinent guidelines (14).

A significant proportion of SLE cases are childhood in onset,
thus dedicated pediatric lupus clinics are just as important as
internal medicine (IM) lupus clinics. This poses an even greater
challenge considering the global shortage of pediatric
rheumatologists (15). Furthermore, due to earlier diagnosis and
better disease control in children in the past decade, the number
of patients with childhood SLE surviving into adulthood has
rapidly increased, and the vulnerable transition period has been
associated with disease flares and poor adherence (16). This
compels the need for transition clinics to facilitate the seamless
transfer of patients from pediatric to IM rheumatology (17). In
developing countries with a more pronounced shortage of
pediatric rheumatologists, the expanded role and training of the
internist-rheumatologist in the care of children and adolescents
with lupus becomes more crucial.

Notwithstanding the existing barriers, these dedicated clinics
effectively allow focused patient interaction with the healthcare
team composed of rheumatology fellows, internal medicine or
pediatric residents, postgraduate interns and medical students,
under the supervision of a rheumatology consultant who
encapsulates the current patient status and facilitates the
individualized patient disposition with the team, ranging from
urgent or priority treatment measures to long-term management
plans (18). Knowledge retention is thus enhanced by making the
trainee and medical student an integral team member in the
evaluation and treatment of these patients, as well as an active
participant in their learning (19). This hands-on participation
also helps develop and reinforce their interest to pursue

rheumatology as a subspecialty.

Lupus education in primary care

Disruption points in optimizing patient pathways in SLE were
systematically identified in a study of SLE patients, healthcare
and other stakeholders.
included the need for a dedicated consultation and access to an
SLE care coordinator, and cited the general undertraining of

providers These disruption points

(primary care) physicians in autoimmune diseases like SLE, as
well as lack of coordinated care from various healthcare
providers (20).

The Applied Rheumatology Made Simple (ARMS) educational
facilitates

implementation of a shared Model of Care for musculoskeletal

program conducted in some Asian countries

conditions by targeting workforce capacity building and

empowering the primary care practitioner (PCP) (13). Aligned
with the ARMS program is the establishment of a systematic
networking specialist e.g.,

relationship between the lupus

rheumatologist and the non-lupus specialist e.g., PCP or general


https://doi.org/10.3389/flupu.2024.1462111
https://www.frontiersin.org/journals/lupus
https://www.frontiersin.org/

Navarra

10.3389/flupu.2024.1462111

Non-Lupus Specialist Shared Lupus Specialist
Responsibility
History and physical exam _|-> Establish SLE diagnosis
Suspect SLE
[Labs] Complete blood count, | Assess organ involvement &
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General and supportive measures

FIGURE 1

between non-lupus specialist and lupus specialist.

Anti-malarials e.g. hydroxychloroquine. Topical sunscreens SPF >50

Bone health e.g. calcium, vitamin D. Cardiovascular health e.g. Control blood pressure, glucose, lipids
Appropriate immunizations e.g. influenza, pneumococcal vaccines

Healthy lifestyle i.e. balanced diet, regular exercise, positive outlook, avoid smoking

Shared decision between patient and physician. Patient education and support groups

Algorithm in the coordinated care of a lupus patient throughout the disease course. Blue lines and blue box fill: roles of the non-lupus specialist
including primary care and family physicians, internists, pediatricians. Green lines and green box fill: roles of the lupus specialist including
rheumatologists and other subspecialists proficient in the care of lupus patients. Black lines and gray box fill. Shared roles and responsibilities

internist in the individualized care of an SLE patient at various stages
of illness (Figure 1). With the increasing patient load and current
lack of trained lupus specialists, this coordinated care model
requires commitment to continuing physician education (21).
Finally, the revival and widespread practice of telehealth
propelled by the COVID-19 pandemic has had the most positive
impact in helping underserved populations not only providing
better healthcare access, but also strengthening collaboration
opportunities among medical disciplines caring for a lupus
patient especially in remote areas. Similarly, the surge of
applications in digital technology has made it easier and efficient
to organize virtual meetings and conferencing and dramatically
increased access to cost-effective, inclusive, innovative and
engaging learning opportunities including simulation scenarios,
case management conferences and SLE updates for medical

students and clinicians at all levels.

Summary and future directions

The heterogenous manifestations, organ involvement and
variable clinical course of SLE, compounded by the shortage of
lupus specialists pose a veritable barrier to early recognition and
timely management. Physician education and practical referral
guidelines are crucial to ensure early access to competent and
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efficient healthcare. Strategies for strengthening lupus education
and enhancing coordinated care in developing countries include:

o Integrate and reinforce SLE in the undergraduate medical
curriculum and residency training programs.

o Educate and empower primary care physicians, general
internists and other non-lupus specialists who serve as first
line of evaluation for patients, and assist them in deciding
which patients need specialist care.

o Set up dedicated lupus clinics including transition (childhood to
adult) clinics which actively deploy internal medicine or
pediatric residents, interns and medical students.

o Establish networking relationships among healthcare providers in
remote areas, led by a lupus specialist (in-person or virtually) to
facilitate coordinated care of an individual lupus patient and
conduct regular continuing medical education programs in lupus.

These strategies also well apply to allied health professionals e.g.,
nurses, physician assistants, counsellors. Alongside these strategies, we
must continue to empower patients and reinforce patient self-help or
peer-mentoring programs and other support group projects. Indeed,
as lupus education and coordinated patient referral systems prosper
especially in remote geographical areas, patients gain increased and
earlier access to competent and efficient healthcare with improved
quality of life, and society ultimately stands to reap the benefits of
an overall reduced burden of SLE.
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