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During routine patient visits, we are frequently 
met with time and resource constraints making it 
difficult to provide optimal counselling, consulta-
tion with other care team members, and answers 
to patient questions and concerns. This is partic-
ularly true when seeing patients with SLE. With 
its heterogeneity of symptoms, multi- organ 
involvement and complex medication regimens, 
SLE is a difficult disease for patients to navigate 
and engage in effective self- management. Given 
the limitations of counselling and patient educa-
tion in a typical clinic visit, in conjunction with 
patients who expressed a desire to learn more 
about their disease, we developed the first annual 
Lupus Patient Education Event in 2011.

Patient education interventions decrease 
hospitalisations, reduce visits to emergency 
departments and improve patient quality of 
life.1–3 Patient education is an important compo-
nent of health literacy, defined as the degree to 
which individuals have “the capacity to obtain, 
process, and understand basic health informa-
tion and services needed to make appropriate 
health decisions”.4 The Paasche- Orlow and Wolf 
Model includes patient knowledge and health 
education in the causal pathways between health 
literacy and health outcomes.5 Because low health 
literacy is associated with worse clinical outcomes 
in other chronic diseases, improving delivery of 
patient education in lupus may help increase 
disease understanding and self- management, 
resulting in better health outcomes.

The Lupus Patient Education Event serves as 
an opportunity for patients with lupus to learn 
about aspects of managing lupus, ask questions 
and share personal experiences collectively. 
Topics to cover are suggested by patients and 
members of the planning committee, including 
lupus nephritis, cardiovascular health in SLE, 
contraception and pregnancy, diet and nutri-
tion, and managing medications. We created 
an interdisciplinary half- day event that has 
included adult and paediatric rheumatologists, 

ophthalmologists, dermatologists, certified 
health coaches, patient advocates, dieticians 
and nurse navigators, among others. There are 
breakout sessions following the main talks to 
enable participant engagement and interaction 
in more intimate, smaller groups with lunch 
provided. Some of the topics covered in the 
small group sessions include prescription assis-
tance, applying for disability, skin care, medita-
tion, fatigue management, paediatric lupus and 
a group for men with lupus.

Our Lupus Patient Education Event has 
been held annually since 2011 at the Medical 
University of South Carolina (MUSC). With 
the onset of the COVID-19 pandemic in Spring 
2020, the in- person Lupus Patient Education 
Event was cancelled. This provided an opportu-
nity for collaboration between the MUSC and 
Duke Rheumatology divisions to host an inter- 
institutional virtual event during the COVID-19 
pandemic, held in September 2020. In addition 
to the traditional topics, we included a session 
on COVID-19 and SLE which reviewed what 
was known at the time regarding risk factors, 
COVID-19 outcomes related to SLE, and 
research on hydroxychloroquine and immuno-
suppressive medications in the setting of COVID-
19. Other topics, similar to prior events, included 
medication adherence advice, cutaneous mani-
festations in SLE, depression and fibromyalgia. 
Several patients spoke about their personal expe-
riences fighting lupus. To conclude the event, we 
hosted a lupus advocacy talk and a meditation 
relaxation session.

There were 208 participants registered; 109 
participants (noted by attendance on the Zoom 
platform for at least 60 min) attended our virtual 
event. Prior to the event, participants completed 
a registration form and selected the top three 
breakout sessions they were interested in 
attending. The most frequently selected topics of 
interest are shown in figure 1: (1) “dealing with 
fatigue, fibromyalgia and depression” (n=128), 
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(2) lupus medications (n=104), and (3) understanding lupus 
labs and talking to your doctor (n=100). Thus, we propose 
that future patient education seminars and materials should 
focus on these topics of substantial interest to patients with 
SLE, including addressing concomitant fibromyalgia or 
depression as well as understanding of common lupus medi-
cations and lab monitoring.

Our post- survey had 34 respondents; 91% said they would 
definitely (n=27) or most likely (n=4) recommend the 
event to others. Also, 100% of respondents said they felt we 
achieved our goal of providing information and education 
about lupus, increasing awareness of issues impacting the 
health of those living with lupus, and answering patient ques-
tions about lupus. Ninety- four per cent rated ease of joining 
the virtual platform as “excellent” or “good”. The chat was 
active throughout the 5- hour programme, with questions for 
the speakers to address as well as helpful comments and feed-
back. Two Zoom moderators helped introduce the speakers 
and read questions from the chat, which helped facilitate 
engagement with attendees.

We were initially uncertain what the feedback and partici-
pation would be, especially given transition of the event from 
in- person to virtual. We provided technical support for several 
patients unfamiliar with Zoom prior to the event, so that they 
could attend via smart phone or computer. Ultimately, 109 
people attended our virtual event, which is similar to typical 
in- person attendance numbers (100–125 people). Several 
participants expressed an interest in maintaining a virtual 

option for the event, even after the COVID-19 pandemic, in 
addition to an in- person event. One participant in the post- 
event survey expressed, “I learned more about lupus through 
this event than I have in more than ten years of clinic visits.” 
We look forward to future inter- institutional collaborations 
and fostering other avenues to discuss topics related to 
lupus and to engage patients in order to meet their needs in 
managing SLE.

Twitter Mithu Maheswaranathan @MithuRheum

Acknowledgements We would like to thank the American College of 
Rheumatology Rheumatology Research Foundation (ACR RRF) Medical Student 
Preceptorship for supporting MM and an educational grant from GlaxoSmithKline 
(GSK) that supported portions of the Lupus Patient Education Event.

Contributors All authors maintained substantial contributions to the conception 
or design of the work, including drafting the work, revising it critically for important 
intellectual content and providing final approval of the version published. All of the 
authors are in agreement to be accountable for all aspects of the work in ensuring 
that questions related to the accuracy or integrity of any part of the work are 
appropriately investigated and resolved.

Funding This work was supported by National Institute of Arthritis and 
Musculoskeletal and Skin Diseases grants P30AR072582 and K24AR068406 (to 
Diane L. Kamen).

Competing interests None declared.

Patient and public involvement Patients and/or the public were involved in the 
design, or conduct, or reporting, or dissemination plans of this research. Refer to 
the Methods section for further details.
Patient consent for publication Not required.
Provenance and peer review Not commissioned; externally peer reviewed.

Open access This is an open access article distributed in accordance with the 
Creative Commons Attribution Non Commercial (CC BY- NC 4.0) license, which 
permits others to distribute, remix, adapt, build upon this work non- commercially, 
and license their derivative works on different terms, provided the original work is 
properly cited, appropriate credit is given, any changes made indicated, and the use 
is non- commercial. See: http:// creativecommons. org/ licenses/ by- nc/ 4. 0/.

ORCID iD
Mithu Maheswaranathan http:// orcid. org/ 0000- 0003- 0866- 0022

REFERENCES
 1 Stenberg U, Vågan A, Flink M, et al. Health economic evaluations 

of patient education interventions a scoping review of the literature. 
Patient Educ Couns 2018;101): :1006–35.

 2 Holm I, Pripp AH, Risberg MA. The active with osteoarthritis (AktivA) 
physiotherapy implementation model: a patient education, supervised 
exercise and self- management program for patients with mild to 
moderate osteoarthritis of the knee or hip joint. A national register 
study with a two- year follow- up. J Clin Med 2020;9. doi:10.3390/
jcm9103112. [Epub ahead of print: 26 Sept 2020].

 3 Berkman ND, Sheridan SL, Donahue KE, et al. Health literacy 
interventions and outcomes: an updated systematic review. Evid Rep 
Technol Assess 2011:1–941.

 4 Nielsen- Bohlman L, Panzer AM, Kindig DA. Health literacy: a 
prescription to end confusion. Washington (DC): National Academies 
Press (US), 2004.

 5 Paasche- Orlow MK, Wolf MS. The causal pathways linking health 
literacy to health outcomes. Am J Health Behav 2007;31:19–26.

Figure 1 Number of participants requesting each breakout 
session.

https://twitter.com/MithuRheum
http://creativecommons.org/licenses/by-nc/4.0/
http://orcid.org/0000-0003-0866-0022
http://dx.doi.org/10.1016/j.pec.2018.01.006
http://dx.doi.org/10.3390/jcm9103112
http://www.ncbi.nlm.nih.gov/pubmed/23126607
http://www.ncbi.nlm.nih.gov/pubmed/23126607
http://dx.doi.org/10.5993/AJHB.31.s1.4

	Development and implementation of a virtual Lupus Patient Education Event during the COVID-19 pandemic
	References


