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Introduction: Systemic lupus erythematosus (SLE) is highly prevalent in the Caribbean, with limited access to specialist care. Primary care providers (PCPs) must play a key role in SLE management but lack specific knowledge on high-impact diagnostic and management strategies for the Caribbean SLE patient. The Caribbean Association for Rheumatology (CAR) supports PCPs with educational material tailored to the Caribbean but is limited by poor regional data on SLE educational needs. The aim of this project was to achieve consensus amongst CAR members on SLE educational priorities for PCPs based on individual experience.



Methods: The nominal group technique was used to achieve consensus. Participants were asked to generate, record, discuss and rank ideas, which were organized by emergent categories. Each participant assigned a score to their top ideas, generating a group-level score for each topic. A threshold of at least 70% agreement was set for consensus. Narrative comments from the discussion and ranking survey provided context for the consensus topics.



Results: 13 providers (9 rheumatologists and 4 internists), mostly female (92%), mean age 42.4 (8.2) years, participated. There was consensus on 15 topics which emphasized early diagnosis, early rheumatology referral and reproductive health. Of the top-ranked topics, there was a trend towards a primary care focus amongst internists.



Conclusion: Priority topics for PCP education focused on early diagnosis, early referral and reproductive health in SLE. Non-rheumatologists prioritized primary care interventions reflecting a misalignment in the perception of the Caribbean PCP's role in SLE, reinforcing the need for a focused educational program.
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Introduction

Systemic Lupus Erythematosus is a systemic autoimmune disease with multiorgan involvement that primarily affects women of childbearing age. Significant disease burden and higher mortality have been described in persons of African ancestry (1, 2), which characterizes a large section of the Caribbean population, who experience more severe SLE disease, earlier onset and worse outcomes. In the Caribbean context, the lupus experience is exacerbated by high levels of poverty, nonadherence, cultural factors, and poor access to specialist care. Data from The Barbados Lupus and Rheumatology Registry (BLR), which can be extrapolated to other Caribbean countries due to similar populations, indicated higher incidence and prevalence of SLE (3) compared to other regionss (4, 5). While Caribbean SLE patients present most often with systemic symptoms, cutaneous manifestations and polyarthritis, they also have high morbidity and mortality rates with more severe renal disease, high infection rates and adverse pregnancy outcomes (6–10).

The Caribbean healthcare landscape is challenged by a lack of rheumatology specialists, compounded by variable and restricted access to disease-modifying therapies. Most countries have government-funded healthcare systems that provide primary, secondary, and tertiary care services. Though these systems offer universal access to healthcare, the quality and availability of services varies widely, and those who can afford private insurance or out of pocket payments may opt to be seen by private healthcare providers. Given that most Caribbean nations have fewer than two rheumatologists to serve the entire population of each island, these specialists, like other secondary healthcare providers, often work in both the public and private health sectors, assuming a significant workload. There have been no formal studies of the rheumatology workforce in the Caribbean, which has an estimated population of over 44 million (11). However, real-world data indicates that the current provider-to-population ratio is significantly below the optimal 2 providers per 100,000 persons (12), dropping to as low as 0.12 in some island nations, such as Trinidad and Tobago. Unfortunately, many Caribbean islands lack a rheumatologist, forcing patients to travel to neighboring islands for care, which adds further strain to an already burdened healthcare system. This translates into delayed diagnosis, inadequate treatment, and poor clinical outcomes in SLE. As such, primary care providers (PCPs) who serve as a crucial link to secondary and tertiary care, play an essential role in the early recognition and management of SLE.

Regional healthcare institutions have a major role in the education of PCPs, and rheumatic disease is included in medical school curricula, however, the primary focus of postgraduate and continuing medical education in primary care has been on reducing heart disease, cerebrovascular disease, cancer and diabetes, which accounts for almost 2/3 of all deaths in the Caribbean region (13). Caribbean public health policies target obesity, hypertension and diabetes as major causes of poor health outcomes. However, this has neglected the devastating effects of undiagnosed and undertreated inflammatory diseases, such as SLE.

The Caribbean Association for Rheumatology (CAR), founded by a pioneering team of Caribbean rheumatologists in 2007, is a medical professional organization committed to the advancement of rheumatology and improving health outcomes of Caribbean patients with rheumatic disease. CAR members comprise both rheumatologists and internists, with varied levels of experience. CAR has made a dedicated effort to educate both patients and PCPs to facilitate early diagnosis of SLE for timely initiation of therapy and to mitigate cumulative damage, disability, loss of work productivity and high morbidity.

An annual community education event led by CAR and hosted in a different Caribbean island each year, has been well received by providers but is limited in scope due to a lack of resources. Recognizing the detrimental impact of undertreated SLE in the Caribbean population, the CAR group met to determine the best strategy for educating PCPs on SLE, and the high impact topics of interest for inclusion in the annual education program. The goal of this project was to determine which topics should be prioritized in the educational forum for the greatest impact on SLE diagnosis and management within the unique context of the multicultural Caribbean region. Given the paucity of region-specific data, a nominal group technique was used to build consensus around priority topics for SLE education based on participant experience.



Methods

The nominal group technique (NGT) is a structured method for group brainstorming and decision making that allows a group of experts to anonymously submit ideas and solutions for discussion by the group at large (14). NGT has been used in healthcare and education to build consensus amongst experts. The strengths of this method include the generation of many ideas, equal participation by members and a democratic decision-making process. It is conducted in 4 phases—Phase I. Silent generation of ideas, Phase II. Recording of ideas, Phase III. Discussion and Phase IV. Voting and ranking. Numerical voting and ranking allow for the establishment of a prioritized list of ideas (14, 15).

Members of the expert panel were all members of CAR. In an executive meeting held in February 2024 to decide on a strategic plan for CAR's educational priorities for SLE in the region, it became evident that more information was needed to ensure the annual educational event is meeting the needs of the different island communities. Purposive sampling was used to select the expert panel, with a goal of having representation from each Caribbean island with an established rheumatology service. Members were emailed and invited to participate, including PCPs (who were also members of CAR) identified by the rheumatologists. In this study, PCPs are defined as healthcare professionals authorized to prescribe medications. In the Caribbean context, this group predominantly includes family medicine doctors, general practitioners and some internists.

The CAR executive committee met to discuss and refine the research focus and asked the question “When educating general practitioners and internists, what topics in SLE education would have the greatest impact on improving clinical outcomes for Caribbean patients with SLE?”. The nominal group technique, modified for an online format (16) was used to establish agreement on CAR's priorities for SLE education of PCPs in the Caribbean.

This project did not involve human subjects, and therefore, approval from Human Studies Committees was not required.


Data collection

Participants were invited to participate by email. One NGT session, modified for the online format, was implemented in the following phases:


	I.Generation of Ideas—Participants were contacted by email and invited to submit responses to the question posed, with ideas stratified according to an established framework for education in SLE (17) including categories for medical knowledge, diagnosis, and management strategies (Supplementary Table S1).

	II.Recording of Ideas—Submitted ideas were collated into a shared document. Participants were invited to review, edit, comment and/or add new ideas ahead of a scheduled online discussion. Responses were categorized into three emergent major themes—Diagnosis and Clinical Acumen, Management Strategies, and Management of Reproductive Health in SLE (Supplementary Table S3).

	III.Discussion of Ideas—A 2.5 h virtual meeting was convened with all participants, where ideas were reviewed and clarified to ensure that participants understood the nature and intent of each idea.

	IV.Voting on Ideas—Participants were given time to complete an electronic survey during the virtual meeting and were asked to rank their top priorities in each category. Ranking of the top 5 vs. the top 10 priorities was determined by the length of the list in each category (which included more than 20 ideas for the latter).





Data analysis

The ranks for each of the responses were summed across participants. A group-level rank and agreement on responses were calculated based on the number of participants who selected a response. The predetermined threshold for agreement was set at 70% based on accepted standards in consensus methodology (15).

Written narrative comments provided on completion of the ranking survey and verbalized comments made during the online discussion were compiled to give further context to the prioritized list.




Results

The study included 13 participants, 9 rheumatologists and 4 non-rheumatologists (2 internal medicine residents, 1 internist and 1 general practitioner) (Supplementary Table S2). Of these participants, 92% were female, had a mean age of 42.4 (8.2) years, and most were of Caribbean nationality (92%), and were practicing in the Caribbean. Participants ranged in experience (2–31 years) and clinical setting (private practice, public service, academic), and were representative of islands where rheumatology care is available to patients. Most participants held joint roles as practitioners and educators of medical trainees, were affiliated with regional academic institutions, and familiar with the local educational landscape and gaps in care in rheumatology. Sixty-nine ideas were generated in the initial phase, and refined to 66, after removal of duplicate and overlapping concepts. Three fundamental categories emerged: (1) Diagnosis and clinical acumen, (2) Management strategies and (3) Reproductive health. In the final prioritization exercise, participants voted on a total of 66 items across these 3 categories (.Figure 1).


[image: Figure 1]
FIGURE 1
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Consensus

There was agreement on 15 responses (Table 1), with a focus on recognizing the systemic, dermatologic and musculoskeletal manifestations of SLE and early screening for kidney involvement. With respect to management strategies, priority areas were concentrated in pharmacological management. Participants agreed that education on the appropriate use of hydroxychloroquine (HCQ) and corticosteroids was critical, and rheumatologists should be involved in the care of suspected SLE patients. Education on contraception in SLE and medication monitoring was also ranked as important. In general, rheumatologists did not think that primary care providers should initiate therapy with disease modifying antirheumatic drugs (DMARD) other than HCQ but conceded that if patients were started on DMARD, medication monitoring for cytopenia and other adverse effects was critical. Pre-pregnancy planning with a focus on quiescent disease, medication management and high-risk obstetric counseling and care were also identified as priority areas.


TABLE 1 Top priorities .for SLE education for primary care providers.
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Impact of experience and geographic region

There was considerable overlap between years of experience and geographic location, with 71% (5/7) of providers in the Caribbean reporting more than 10 years of experience in their specialty, compared to 33% (2/6) of providers based elsewhere (Supplementary Table S2). Top scoring items were similar across all groups and in alignment with the identified top-ranking items (Table 2) with a few subtle differences. Providers within the Caribbean prioritized knowledge on ultraviolet A and B (UVA/B) protection, comorbid disease and infectious complications in patients with SLE, while providers outside of the Caribbean highlighted screening for ocular toxicity of HCQ and the role of vaccinations. The more experienced providers also emphasized the importance of understanding infectious complications, medication adverse effects and the need for UVA/B protection to prevent flares in patients with SLE.


TABLE 2 Top ranking topics.
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Priorities for rheumatologists vs. Non-rheumatologists

There were a few differences between the responses ranked by rheumatologists and non-rheumatologists. Rheumatologists had high agreement on ensuring that PCPs were educated on the potentially fatal nature of infection in the Caribbean SLE patient, and in the online discussion, infection was highlighted as a primary cause of death. Internists however, prioritized knowledge about assessing new disease flares at clinical visits. Both agreed that it was important to educate PCPs about comorbidity management in SLE, with rheumatologists stressing general awareness while internists focused on performing specific screening procedures such as the annual lipid panel.

In management strategies, all agreed on the importance of HCQ use as standard therapy in all patients and appropriate corticosteroid use. Divergence occurred around the topic of infection with rheumatologists prioritizing knowledge of the risk of infection with certain SLE medications, compared to non-rheumatologists who focused on knowledge of vaccinations, early referral to appropriate specialists with new organ involvement, and medication management during illness.

In management of reproductive health, the top scoring topics among all participants included proactive pre-pregnancy planning, understanding medication safety during pregnancy, and achieving disease remission before conception. Rheumatologists and non-rheumatologists both emphasized the importance of comprehensive preconception planning and medication management, but rheumatologists particularly stressed the need for specialized care in high-risk clinics with obstetricians. Non-rheumatologists also highlighted the importance of understanding the risks associated with pregnancy in SLE patients and monitoring for incident lupus nephritis during pregnancy.

While there is some overlap in high scoring topics for both groups, rheumatologists demonstrate a heightened focus on specialized care. The top scoring topics (Table 2) reflect the items scored highly by both groups and were inclusive of items agreed on (crossing the 70% threshold) by rheumatologists only and non-rheumatologists only.



Insights from narrative comments

Participants had the opportunity to comment on ideas during the online clarifying discussion and the final ranking surveys. The main points of discussion included the impact of infection in SLE patients in the Caribbean and ensuring that the principles for steroid use were emphasized. Additionally, participants felt strongly that non-rheumatologists should not be expected to initiate advanced DMARD therapy in SLE but should be aware of the need to monitor for DMARD toxicity. There was specific reference to at least one occurrence of fatal Methotrexate-associated cytopenia. All agreed on the importance of preconception planning, with reference to a validated discussion aid that encouraged providers to initiate conversations around pregnancy. Participants believed this discussion aid to be concise yet comprehensive, and inclusive of essential topics around contraception and preconception planning in SLE. It was felt that this discussion aid should be adopted by CAR and utilized in PCP education. All 66 listed ideas were felt to be important, and participants emphasized that they should all be included in a comprehensive educational curriculum.




Discussion

The NGT process clarified the SLE educational priorities for Caribbean PCPs. Clear goals were to facilitate early recognition of SLE with monitoring for kidney involvement, early referral for management by a rheumatologist, and timely discussions about contraception and pregnancy for Caribbean SLE patients. Additionally, although PCPs are not expected to initiate advanced DMARD therapy, awareness of HCQ as the foundation of SLE therapy, minimizing corticosteroid use, and medication monitoring for adverse effects of DMARD therapy were stressed.


Early recognition of SLE

SLE is more prevalent and severe in the Caribbean than in the developed world (3). It accounts for significant morbidity in young women and contributes to high personal and governmental costs due to increased health system utilization for flares, infection and comorbid disease. Lupus is a leading cause of end-stage renal disease and mortality in young Afro-Caribbean women (18), with a high occurrence of proliferative glomerulonephritis and an associated poor prognosis. This may be mitigated by access to free specialized care as demonstrated in Martinique where reported renal outcomes are similar to those described in affluent White populations (19). Early recognition and prompt management are therefore particularly relevant to the Caribbean population. Barriers to diagnosis include lack of awareness in both health care systems and the public domains and lack of access to specialists (20), which is amplified in the Caribbean sphere. SLE educational materials for health care providers have traditionally lacked diversity in patient portrayals, with under-representation of skin of color. Cutaneous manifestations are a key presenting symptom of SLE but may be missed in skin of color. CAR's priorities focus on these dermatological manifestations in skin of color by highlighting the unique presentations in skin of color which lead to early recognition of pathology.

Early diagnosis is challenging due to the heterogeneous nature of the disease and varied clinical presentation. However, similar to other nations, patients in the Caribbean present most frequently with systemic, cutaneous and musculoskeletal features (3), awareness of which could influence early diagnosis. Delays in SLE diagnosis may also occur due to reliance on costly or specialized diagnostic tests, and CAR members emphasized the interpretation of readily available low-cost measures to support a lupus diagnosis. One measure with high agreement was the use of an in-office urinalysis to detect signs of kidney involvement at the time of diagnosis or with a lupus flare. Throughout the Caribbean, rheumatologists support the use of monthly at home urinalysis to detect kidney involvement in patients with SLE. The urinalysis gives an immediate and actionable result but does not supersede the random urine protein creatinine ratio, a more reliable and sensitive indicator of proteinuria, and the preferred test for healthcare encounters when available. Although knowledge of antibody panels was thought to be important, and highlighted as a priority, it was acknowledged that these test results are often delayed, and when suspicion is high based on clinical features, PCPs should initiate early referral and management strategies.



Early referral and management

Most Caribbean territories do not have enough rheumatologists to serve their populations adequately. There are widespread socioeconomic barriers to care, including availability and affordability of medications (10). The most cost-effective strategy of care, well recognized since the 1950's is early recognition and treatment of mild disease, emphasis on healthy lifestyle interventions, empowerment of patients as positive, adherent self-managers, and patient-team relationships built on trust. This is vital in the Caribbean to avoid the need for more expensive interventions. Despite recommendations that the rheumatologist is the ideal coordinator of the care team for a patient with rheumatic disease (21, 22), the Caribbean community must rely on PCPs to assume this role. CAR believes that PCPs can be trained to recognize the possibility of lupus, expedite specialist referrals and empower and support the SLE patient to manage life positively. CAR members did not believe that PCPs should initiate advanced DMARD therapy for SLE but were comfortable with HCQ as a staple in the PCPs treatment repertoire. Education on the indication, dosing, ocular toxicity monitoring and safe use in pregnancy was seen as a high priority and had the highest summed rank overall. Principles of corticosteroid use in SLE, and medication adverse effects were also areas of high priority, especially for the rheumatologists who referenced prior experience with fatal DMARD-associated cytopenia in unmonitored patients.

There was a stress on early referral to rheumatology, with high agreement from all participants. Despite the known lack of specialist care in some Caribbean islands, all believed that a rheumatologist should be involved in initiating and continuing management for newly diagnosed SLE patients. One potential way to institute this is via tele-rheumatology, which, recognized as important for access in the region and discussed by participants, was not considered a priority for PCP education and was one of the lowest ranking topics. Tele-rheumatology and tele-mentoring in rheumatology have been successfully used to reach underserved populations globally and to educate and support PCPs in the management of SLE patients (23, 24). The mismatch in expectation for specialist care and yet poor regional access to rheumatologists highlights a care gap that needs further development and an opportunity to engage PCPs in islands that lack rheumatology care.

Although the topics of infection and comorbid disease did not reach agreement, they received high ranks by multiple participants, and were identified priorities for Caribbean based providers In the Caribbean, severe, uncontrolled inflammation may fuel excessive corticosteroid use, and in the absence of appropriate prescribing and access to steroid-sparing medications, predisposes to infectious, cardiovascular and cerebrovascular complications, with premature loss of life, even when inflammation is no longer the primary problem. Sensitizing PCPs to the high rate of fatal infection in Caribbean SLE patients could affect the frequency of corticosteroid prescriptions, attention to recommended vaccinations and a greater vigilance for infection, with better outcomes for patients.

The PCP is the ideal person to encourage home monitoring of urine and blood pressure, educate the patient on the importance of adherence, manage emotional and physical well-being, and organize all appropriate screening for atherosclerotic disease and cardiovascular risk, metabolic bone disease and malignancy.



Reproductive health

Reproductive health was a priority for all participants, with high agreement on associated topics. SLE primarily affects women of childbearing age, who in the Caribbean, often head single-parent households. Hence, attention to reproductive health is critically important. Pregnancy in SLE patients is associated with poor maternal and fetal outcomes which is exacerbated in unplanned situations. The Caribbean region has one of the highest rates of unplanned pregnancy globally. Unplanned pregnancies coupled with high rates of poverty and lack of access to hormonal contraception (25) dramatically amplifies the risk of maternal and fetal complications. The importance of timely discussions about contraception and individualized family planning becomes paramount in the management of lupus in the Caribbean. Professional guidelines recommend routine use of contraception and engaging patients in early dialogue around a desire for conception. Pregnancy should only be considered when an SLE patient has been in remission for at least 6 months, after discontinuation of teratogenic medications, and with optimization of pregnancy-safe DMARDs (26). Four of the fifteen identified priorities for PCP education focused on reproductive health and included education on contraceptive options in SLE, preconception planning and medication management, and understanding the goal of quiescent disease prior to pregnancy, to mitigate the high risks of SLE pregnancy. Participants further endorsed a discussion aid shown to facilitate well-timed pregnancies for young women with SLE, and hence improve outcomes (27).



Rheumatologists vs. non-rheumatologists

Rheumatologists based in the Caribbean, who typically had more years of experience, emphasized the importance of education on infection prevention, comorbidity management, and UVA/B protection. These cost-effective measures can be readily implemented in resource-limited settings and likely represent clinical practice that does not depend heavily on healthcare infrastructure. There were few differences between rheumatologists and non-rheumatologists, but non-rheumatologists prioritized knowledge about general health, screening for comorbid disease and vaccinations. Whether PCPs perceive their role in SLE management as to be in areas that overlap with general medical care is unclear, but CAR's mandate is to empower and support PCPs as knowledgeable and proactive advocates for patients with SLE in the Caribbean.



Strengths and limitations

The NGT process facilitated equal representation of participants’ ideas by a democratic process, and with input from CAR core members, solidified the educational agenda for the annual educational forum. The online format, though less engaging than in-person interactions, enabled participation from providers across various geographical regions. The study was limited by the lack of perspective from islands without rheumatology access, potentially overlooking the unique educational needs of underserved areas. Additionally, the exclusion of primary care stakeholders other than rheumatologists and internists, limits the scope of insights into relevant SLE educational goals for the broader primary care ecosystem. Further research is essential to align educational goals with the needs of all Caribbean communities, especially for islands without rheumatology access. Engagement of a diverse range of primary care stakeholders will be crucial to understanding the specific SLE educational needs of underserved areas.




Conclusions

Guidance from professional organizations (21, 22) and global experience (28) is in alignment with the principal ideas emerging from the CAR NGT process. Given limited resources, CAR's initial focus for PCP education will comprise the 15 identified priorities, while advocating for a more nuanced SLE curriculum at regional medical institutions and organizations. A primary objective of CAR is to identify and educate PCPs willing to be rheumatology champions. A collaborative relationship with PCPs would greatly enhance the SLE patient experience and improve outcomes in the Caribbean through early recognition and referral for management of SLE and coordination of the multidisciplinary team.
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Primary care providers should.

Diagnosis and Clinical Acumen

Sum of
ranks

% agreement

1| Know the importance of urine tests in screening for kidney involvement 82 90
2 | Know that SLE' is a systemic disease and recognize systemic symptoms of SLE 78 80
3| Should know the features of arthritis and arthralgia in SLE 75 80
4 | Know the specific ic mani 74 80
5 | Know the common hematological manifestations of SLE 65 90
6 | Understand the role of the antibody panel in SLE diagnosis and implications for specific antibodies (ANA®, dsDNA', Smith") 61 80
7 | Be aware of infection as leading cause of death in SLE in the Caribbean 4 50
8 | Know to assess for specific clinical symptoms at each visit to screen for new flare 38 50
9 | Know how SLE serositis may present clinically 31 50
10 | Know to screen for common comorbidities—Routine lipids, HbALc", bone density scan 31 50
strategies
1| Know of the importance of antimalarials (hydroxychloroquine) in SLE therapy 105 %
2 | Understand appropriate use of corticosteroids in SLE 92 80
3 | Ensure an early referral to Rheumatologist if available locally or through the Caribbean Association for Rheumatology 88 90
4 | Understand how to monitor SLE medications to screen for medication adverse effects such as cytopenia, renal and liver 56 70
5 | Understands that higher risk of infection is a consequence of SLE medications 2 50
6 | Know that there are multiple therapies available for the treatment of SLE 39 70
7 | Know the contraceptive options recommended for SLE including APLS" 37 80
8 | Know to refer patients early for specialist consultation as indicated based on symptoms—for example—nephrology, cardiology 36 40
9 | Know how to manage SLE medications in the setting of infection, illness or adverse event 33 60
10 | Be aware of ocular toxicity of antimalarials and know how to give this medication and screen for eye involvement 32 50
of ive health
1| Know that pre pregnancy planning is critical 59 90
2 | Know which medications to continue or hold during pregnancy 35 80
3 | Know that lupus remission for at least 6 months is critical prior to considering pregnancy 33 70
4 | Know of pregnancy related morbidity and mortality in SLE for patients and infants 17 50
5 | Understand that some SLE medications are teratogenic, and patients should be on contraception while on these therapies 14 50

"Systemic Lupus Erythematosus (SLE).

"Antinuclear antibody (ANA).
“Anti-double-stranded DNA antibody (dsDNA Ab).
"Anti-Smith antibody (Smith Ab).

‘Glycated hemoglobin (HbA1S).

f Anti-phospholipid Antibody Syndrome (APLS).
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