
PO.6.121 EPISTEMIC INJUSTICE AND EDUCATIONAL NEEDS FOR
SELF-MANAGEMENT IN SYSTEMIC LUPUS
ERYTHEMATOSUS

1YJ Fuentes-Silva*, 1M Solé, 2C Acosta, 3WM Bermúdez Marrero, 4C Elera-Fitzcarrald,
5S Ibañez, 6C Reátegui-Sokolova, 7A Vanegas, 8B Pons-Estel, 9C Drenkard. 1Programa de
Doctorado en Ciencias de la Educación, Universidad Nacional Experimental de Guayana ~
Puerto Ordaz ~ Venezuela, Bolivarian Republic of; 2Unidad de Reumatología, Complejo
Hospitalario Universitario Ruiz y Páez ~ Ciudad Bolívar ~ Venezuela, Bolivarian Republic of;
3
‘Arnaldo Milián Castro’ Clinical Surgical University Hospital. University of Medical Sciences
of Villa Clara ~ Santa Clara, ~ Cuba; 4Escuela Profesional de Medicina Humana,
Universidad Privada San Juan Bautista ~ Lima ~ Peru; 5Sanatorio Güemes ~ Buenos Aires
~ Argentina; 6Unidad de Investigación para la Generación y Síntesis de Evidencias en Salud,
Universidad San Ignacio de Loyola ~ Lima ~ Peru; 7Hospital Universitario San Vicente
Fundación; Grupo de Reumatología, Universidad de Antioquia ~ Medellín ~ Colombia;
8Regional Center for Autoimmune and Rheumatic Diseases and the Cardiovascular Institute
of Rosario ~ Argentina; 9Department of Medicine, Emory University School of Medicine ~
Atlanta ~ USA

10.1136/lupus-2022-elm2022.143

Purpose Information and education are epistemic goods; if an
individual lacks them, their full development as a person may
be affected. This research aims to describe issues related to
epistemic injustice (lack of information and/or education) in
systemic lupus erythematosus and to interpret them regarding
their educational needs for self-management.
Methods We conducted a qualitative assessment of comments
organically posted by people with lupus, physicians, and rela-
tives on the Facebook page Hablemos de Lupus (Let’s Talk
about Lupus), which is part of a comprehensive online pro-
gram in Spanish to educate Latin-Americans about lupus. In
this page, live video chats (LVC) are launched monthly, they
include a short overview of the topic by the expert, followed
by the audience-expert chat. LVC were led by healthcare pro-
fessionals, patients or family leaders with expertise or experi-
ence in lupus. We intentionally selected 7 LVC: 1. Patient-
physician relationship, 2. Why is it necessary to group patients
together?, 3. Lupus: the patient and his/her social environ-
ment, 4. Self-management in lupus, 5. Lupus and quality of
life, 6. Remission in lupus from the patient‘s perspective, and
7. Patient organizations: opportunities and challenges. LVC
and comments triggered (or posted in reaction to) were

transcribed verbatim and analyzed using an hermeneutic
approach. Comments containing only greetings or emoticons
were excluded. This research was approved by the Ethics
Committee of Emory University (Atlanta, USA) with registra-
tion number IRB00111590.
Results The 7 LVC lasted overall 443 minutes and 16 seconds,
and generated 1.749 comments of which 758 were excluded
due to lack of content. Among 991 comments analyzed,
nearly 70% indicated epistemic injustice (e.g., ’no one under-
stands our disease’; ‘We need more awareness because we are
seen as dramatic [people] and doctors see it [lupus] as [some-
thing] common, and we need [them] to be more sensitive’.
The most frequent type of epistemic injustice was hermeneutic
(e.g., ‘Being a patient with this invisible disease, it’s very diffi-
cult to be understood’; ‘It is very very difficult first when we
don’t know what is wrong with us and then the diagnosis

Abstract PO.6.121 Figure 1 Core categories related to epistemic injustice and unmet educational needs in lupus
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design

Abstracts

Lupus Science & Medicine 2022;9(Suppl 2):A1–A137 A93

 on M
ay 22, 2023 by guest. P

rotected by copyright.
http://lupus.bm

j.com
/

Lupus S
ci M

ed: first published as 10.1136/lupus-2022-elm
2022.143 on 27 S

eptem
ber 2022. D

ow
nloaded from

 

http://lupus.bmj.com/


and the process of acceptance, and then all that is required in
daily life’). The core themes that emerged from the LVC and
comments emcompassed: disease knowledge, support network,
coping strategies, healthcare system, and self-management (Fig-
ure 1).
Conclusions Understanding these aspects is necessary to
address the educational needs of people with lupus. A health-
promoting curriculum aiming to support lupus patients’ self-
management should consider the critical role that the knowl-
edge plays to move forward into effective personal and collec-
tive actions. Epistemic justice is also a primary principle to
conduct health policies that seek the full integration of these
patients into the society.
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Purpose Autoimmune myopathies are an heterogeneous group
of diseases, among which polymyositis and dermatomyositis
are probably the best known. Autoimmune myositis can over-
lap with other autoimmune rheumatic diseases, particularly it
is a rare but recognized complication of systemic lupus erythe-
matosus (SLE).

Here we report a case of SLE-related myositis, successfully
treated with combined immunosuppressive therapy with rituxi-
mab and immunoglobulin infusion and then relapsed due to
rapid decalage of immunosuppressive therapy with mycophe-
nolate mofetil.
Methods A 28-year-old woman was affected from 2016 by
SLE with haematological, articular and renal involvement
treated with immunosuppressive therapy with good clinical
response.

After five years of disease remission, patient presented to
the emergency department for a rapid onset of a clinical sce-
nario with fever, alopecia, articular and muscular pain. The
pharmacologic treatment was mycophenolate mofetil 500 mg/
day (at this dose for about a year, after decalage by 2 gr/day),
hydroxychloroquine 200 mg/day, belimumab 200 mg/week,
prednisone 5 mg/day. On physical examination, she presented
severe asthenia, pain on muscle palpation and loss of muscle
tone with slight edema in the lower limbs. No signs of arthri-
tis or active ulcers. Laboratory examinations revealed proteinu-
ria > 2g/ 24h, severe increase of transaminases,
phosphocreatine kinase, ANA positivity (titre1/2560) with high
titres of anti-dsDNA and complementary consumption (both
C3 and C4).

Clinical and laboratoristic examinations raised the suspicion
of SLE reactivation complicated by myositis. We performed a
kidney biopsy with histological examimation suggestive for
class IV lupus nephritis and an electromyography with a pat-
tern of myositis.

So we decided, according to disease involvement, to begin
treatment with Rituximab (four administrations, 375 mg/m2)
and gradual reintroduction of full-dose mycophenolate mofetil
therapy (2 g/day).

Results Disease activity was high so immunosuppressive ther-
apy with high-dose corticosteroids, Rituximab and mycopheno-
late mofetil was started with subsequent good clinical
response.

One month after the infusion of Rituximab, muscle
enzymes were yet elevated thus we added therapy with endo-
venous immunoglobulin with discrete clinical and laboratory
improvement.
Conclusions Pharmacological treatment with rituximab and
endovenous immunoglobulin can be considered as a good and
safe therapeutic option for clinical management of SLE-related
myositis. This clinical case underlines the importance of main-
taining immunosuppressive treatment for a long period, and
to decrease dose very slightly, when disease is in long
remission.
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Introduction/Objectives Belimumab combined with mycopheno-
late mofetil has been proven to be effective for treating sys-
temic lupus erythematosus (SLE) in several randomized
controlled trials. Calcineurin inhibitors are also useful in con-
trolling the activity of SLE. However, the safety and effective-
ness of belimumab-calcineurin inhibitor combination therapy
have not been addressed. Therefore, the current single-center
retrospective study aimed to analyze the safety/efficacy profile
of belimumab-tacrolimus (B-T) combination therapy in patients
with SLE.
Method Patients with SLE administered tacrolimus and belimu-
mab during treatment were included in the study. Samples
were analyzed for the drug retention rate, SLE flare rate,
infection incidence rate, and glucocorticoid-sparing effect of
the B-T combination therapy.
Results Thirty-three patients with SLE were treated with B-T
combination therapy at our institution. Four patients dis-
continued treatment due to insufficient response or adverse
events. The drug retention rate was over 90% at week 52
and approximately 80% at day 1000. Only one patient
developed serious infection. The lupus low disease activity
state (LLDAS) achievement ratio was 9.1% on the day of ini-
tiation and improved to 64.0% at 52 weeks after initiation.
SLE flares were observed in three patients (9.1%) in the first
52 weeks after initiation, and in five patients (15.2%)
throughout the study period. A glucocorticoid-reducing effect
was also observed in patients treated with B-T combination
therapy.
Conclusions In most patients with SLE, B-T combination ther-
apy is well tolerated with a good efficacy profile and gluco-
corticoid-reducing effect. Thus, B-T combination therapy
represents a feasible option for patients with refractory
lupus.
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