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Abstract

Aim: To summarize existing evidence regarding body image in patients with systemic
lupus erythematosus, with the following considerations: (a) the perceptions patients
have of their body changes; (b) how patients cope with changes in their body; (c) and
what their perceptions are of body changes.

Method: A systematic review of literature integrating quantitative and qualitative
studies. We searched databases (PubMed, CINAHL, Embase, SCOPUS, the Web of
Science, Medline, Medline Complete, and Academic Search Premier) and publica-
tions from 2010 to 2020 with “Systemic Lupus Erythematosus” AND “Self-Concept”
OR “Body Image” AND “Woman” as medical subheading terms. The studies included
were subjected to a thematic content analysis, which allowed subjective interpreta-
tion of data through a systematic classification process for coding themes or patterns.
Results: We identified 647 studies, of which 22 were analyzed in this study. Our
results indicate that changes in the body image of people with lupus and their per-
ception are issues that must be treated as characteristics of the disease; therefore,
they need to receive the same attention as is given to physical disabilities and pain.
The analysis identified 3 thematic categories: (a) depression and anxiety associated
with body changes (hair loss, weight gain); (b) body image reflecting the disease; and
(c) confrontations and interventions to promote acceptance and adaptation to the
new image.

Conclusions: The dimensions of self-concept and body image are essential for as-
sessing the quality of life of individuals with lupus. The formation of a adjusted self-

concept can be managed by health professionals supporting these people.

KEYWORDS
body dissatisfaction, body image, self-concept, systematic review, systemic lupus
erythematosus
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1 | INTRODUCTION

Body image (BI) refers to the internal representation and percep-
tions of appearance and behavior and attitudes held by an individ-
ual.%? The attitudinal dimensions of BI, which include the beliefs and
values of the individual,™ can be explored from many perspectives.
The perceptual dimensions of Bl are focused on the individual's pre-
cise judgments of their size, weight, and body shape.! Some aspects
of Bl are associated with efforts made to control or change appear-
ance, adopt behaviors to avoid being judged by others,! and achieve
a desired or idealized body.**

Bl disorders can take many forms, including extreme dissatisfac-
tion with appearance and compulsory checking and fear of judgment
of appearance.? These disorders have been consistently associated with
psychological consequences,”’ including depressive symptoms® and im-
paired self-esteem.” Bl disturbance (BID) is defined as the distortion of
perceptions or cognition related to body weight or shape.® BID plays an
important role in anxiety/depression and reduces quality of life (QoL).>*°

Bl reflects external appearance and is separate from self-
concept, which refers to an individual's view of oneself as a person.
In individuals with systemic lupus erythematosus (SLE), self-concept
can remain positive, even when Bl is negative.11

SLE is a multisystemic disease that can alter body appearance.
Its rate of incidence is 9-240 cases/100 000 people and is prevalent
in women in reproductive age (the female-to-male ratio is 9:1).}213
The disease has a different presentation in different individuals, with
variable levels of severity.1*

In general, clinical manifestations of SLE involve several organs,
including the skin, kidneys, lungs, heart, and central nervous system.
Affected organs and systems suffer from disease sequelae, and peri-
ods of remission may occur without clinical manifestations.’®> SLE
manifestations include spots, flushing, and skin rashes, especially on
the face, joint changes, hair loss, and weight gain,13 which make the
disease apparent and can cause changes in BI.

Therefore, this review focuses on the changes and adaptations
that occur in the Bl of people with SLE as primary interest and in their
self-concept as secondary interest and is aimed at summarizing exist-
ing evidence regarding Bl and self-concept in patients with SLE, with
the following considerations: (1) the perceptions patients have of their
body changes; (2) how patients cope with changes in their body; (3) and
what their perceptions are of body changes. To fulfill these objectives,

we will conduct an analysis of both quantitative and qualitative studies.

2 | METHODS
2.1 | Protocol and registration

This review was registered in PROSPERO, under number
CRD42019126613. To design the study, the Preferred Reporting
Items for Systematic Reviews and Meta-Analyses (PRISMA) check-
list was used.*

2.2 | Inclusion criteria
2.2.1 | Types of patients and conditions

Adult patients (more than 18 years old) diagnosed with SLE, accord-
ing to the European League Against Rheumatism (EULAR) and the
American College of Rheumatology (ACR),"” were included in the
study. The selected studies had to include self-concept and/or Bl

subjects.

2.2.2 | Types of outcomes

Outcomes are reported for the participants’ experience or percep-
tion of the influence of SLE on their own persons: the patient's per-
ception of their body; how they interpret and cope with their Bl;
what kind of symptoms are associated with how the patient feels;

and how they see or conceptualize their self.

2.2.3 | Types of studies

Published peer-reviewed journal articles were considered in this
review. Qualitative or quantitative designed observational studies
(descriptive cross-sectional analyses, case-control analyses, and
cohort analyses) and designed experimental studies (randomized
and non-randomized) were included. There was no geographical
restriction, and studies published in English, Spanish, French, or
Portuguese were eligible. The articles were published between
2010 and 2020. We considered for inclusion studies focused on the
issue of Bl and those that made evident the relationship between
Bl and other issues, such as QoL as a primary interest, or even self-
concept as a secondary interest. Methodological studies for instru-
ment validation, case studies or case reports, and literature reviews

were excluded.

2.3 | Search strategy

This systematic review asked the research question what the Bl is
of people living with lupus. A literature search was performed in
February 2019 and updated in June 2020, and used the following
electronic databases: US National Library of Medicine - National
Institutes of Health (PubMed), Cumulative Index to Nursing and
Allied Health Literature (CINAHL), Excerpta Medica (Embase),
SCOPUS, the Web of Science, Medline, Medline Complete, and
Academic Search Premier. A manual search of lists of selected arti-
cles supplemented the electronic search. All studies selected were
electronically available.

Two authors (LR and MSS) performed the search. The medical sub-
heading (MeSH) terms used were “Systemic Lupus Erythematosus”
AND “Self-Concept” OR “Body Image” AND “Woman”.
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2.4 | Study records

A database was created with the free software EndNote to manage
the publications searched. For the exclusion process, the covidence.
org tool for organizing systematic reviews (available at https://www.
covidence.org) was used.

Two reviewers (LR and MSS) independently screened titles and
abstracts. At the end of this selection phase, the 2 reviewers dis-
cussed cases of disagreement. If there was doubt about eligibility,
the article was included until the full textual analysis phase. If doubt
remained, a third reviewer (LMS) provided an opinion on the eligibil-

ity of the text. The search process is summarized in Figure 1.

2.5 | Bias assessment

Assessments of the quality of articles were based on checklists
developed by Joanna Briggs Institute (JBI) for quasi-experimental,
cross-sectional, and qualitative research,'® available at The System
for the Unified Management, Assessment and Review of Information

Rheumatic Diseases

(SUMMARI). Two authors (LR and MSS) performed the assessments.
Disagreements were managed to reach consensus through analysis
and discussion with a third author (LMS). The level of evidence pro-
vided by the studies was evaluated according to the JBI Model of

Evidence Based Healthcare.'

2.6 | Data analysis

The studies were subjected to thematic content analysis, which
allows data to be interpreted through a systematic classifica-
tion process for coding themes or patterns.18 To enable analy-
sis of quantitative and qualitative studies, goal aggregation20
was carried out using the following procedures: the high points
of the qualitative studies were raised and themes were gener-
ated and codified,'® and the variables in quantitative studies were
transformed into similar themes and also codified.?® The analy-
sis culminated in a synthesis of the content, with construction
of thematic categories for organization and presentation of the
meta-aggregation material.?!

FIGURE 1 Study search flow ]
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3 | RESULTS

3.1 | Search results

Of the 647 articles identified, 173 were removed as duplicates.
The inclusion and exclusion process included a peer review of the
titles and abstracts of 474 articles, performed by 2 authors (LR and
MSS), to identify studies that potentially met the inclusion criteria,
followed by a full-text reading of 74 articles. Disagreements on the
eligibility of articles were discussed with the third author (FGS) until
consensus was reached. By consensus, 22 articles were finally se-
lected for analysis. The flow chart in Figure 1 shows the studies in-
cluded in the main analysis.

3.2 | Description of studies

Of the 22 studies, 15 were cross-sectional. Twelve studies had a
quantitative approach, and 1 of them had a quasi-experimental
design. The remaining 10 had a qualitative design. Figure 2 pre-
sents the main topics of the articles. These topics were always
related to BlI, either as a domain or as a question in a question-
naire or as an emerging theme in comments made by study par-
ticipants. The results are for a total of 3394 participants. A large
variation in sample size was observed, ranging between 6 and
1259 participants.

For the quantitative studies, the alpha coefficients of the applied
instruments were .96 for the Body Image QoL Inventory (BIQLI),22
.91 for the depression subscale of the Systemic Lupus Erythematosus
Needs Questionnaire (SLENQ),?>%* .73 for an adapted version of the

Body Image Questionnaire,'® and .93 for the Pain & Vitality domain
and .94 for the Bl domain of the LupusPRO questionnaire.?’ In stud-
ies that did not calculate Cronbach's alpha, evaluations from previ-
ous studies were reported.?6-%°

Quantitative studies carried out bivariate analyses using the fol-
lowing statistical tests: (a) Chi-squared test;?*?72%31 (b) Student's

;10263031 (¢) one-way analysis of variance (ANOVA):?>%* (d)

t tes
Mann-Whitney U test;?”?® and (e) correlations.?®°° When indicated,
non-parametric tests were applied.?#2%3132 Some studies also per-
formed multivariate analyses.!024-27.30

Qualitative studies examining the singularity of living experi-
ences, the emerging cascading process, and the revelations of the
participants®® included 4 phenomenological studies,***3¢ 3 con-

37-39

ceptual analysis studies based on focus groups, and a content

analysis of individual discourse in 3 studies.*°"*2 The data interpreta-

%8 and

tion process was supported by Dedoose software*® in 1 case
NVIVO software** in 2 cases,*®*? whereas 7 cases did not clarify
whether data were analyzed manually or with software.

Table 1 presents a summary of the structures of the 22 selected

articles.

3.3 | Critical appraisal

In addition to the thematic analysis, articles were evaluated for
methodological quality and the risk of bias separately by 2 authors
(Figure 3). All studies met more than 70% of the criteria for meth-
odological quality, which ranged between moderate and high. In the
case of the level of evidence, 50% of the studies were at level 4b,
45.5% at level 3, and 4.5% at level 2c.
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(%]
Q
(72}
©
Q
8o
(=)
©Q
=]
©
S
=
Q
£
3

International Journal of

RODRIGUES ET AL.

(senunuo)d)

AljigesaunA
upjsS pue Alowsw pagJn3sip ‘UoijeJuaduod Jo
ss0| ‘s3uims poow ‘angijey :onsije) 03 pajela.

swojdwAs ‘sjuie|dwod yoewols pue sewojewsay
snosuejuods :sjulejdwod Ydoewo)s pue sasiniq
0] pajela. swojdwAs Zuiydll pue syosepeay
‘sa|asnw 3uiyoe ‘sjulol uiyse :3uiydsyi pue
uled 03 pajejas swoldwAs sasewiysiu pue
91139dde aiow ‘9oey / syaayo :uled jysiam o3
pajejas swoldwAs ysijuns o3 AJAIISUSS pue
SSO| Jley ‘p[od ay3 ul s193uly aUyMm ‘swajqoud
AJioje|nou1d pue adew| Apoq 03 paje|ad
swojdwAs :pajieAasd swoldwAs jo sdnoud g

315 Jo Suluuisaq
931 210J2( a19M Ayl OYM 3¢ 0] pasead
sjuedidiyied ayi 1eyl aue syiodad ay] "uoissaidap
JO s3uI|99) 0} paje|aJ 949M 310Ja( Se uol3douny

03 A}ljiqeul ay3 pue 3daouod-}|as ‘98ewl Apog

A3a1Xue JO S|9A9| Jay3IY YlIM Sso| Jiey Alaixue
pue uoissaudap Jo s3ulj9a) Yy3m uled sppsnw pue
SSO| Jiey :(soluedsiH J10j) aJed |e1d0soydAsd 1oy
pasu Ja3easd yum uresd 3ysiom ‘uoissaidap Jo
934339p JaysIy e yuMm sso| Jiey (sp104a1s0211410d
pue auInboJo|ydAX0IpAY JO 3SN Y3 Y3Im J331ea.3)
uoljedIpaw ay3 JO 323443 apIs 9y} Jo uoljdadiad
ay3 yum asueseadde uj sadueyd ‘uoissaidap ypm
Apoq ay3 ul sadueyd :a3ew! Apoq ul sadueyd
U}IM SUOIIBID0SSE SUIMO||0) SY3 SJ9M 313y |

JUSWIEaI] WOUJ $3094)2
9pIs ‘@uniny ulelsadun ue Jo uondadiad ‘375 Jo
asnedaq Jasue ‘aseasip ayy Aq pajoaje Sulaq
4oy 9213sn(ul Jo Sui@a) ay3 Se [|am se ‘Ajaixue
U}IM pajeIdosse os|e aiam adueleadde ul sadueyd
JUSWIEeJ] JO $129419 9pIS a3
pue 37S YHM suollejiuwl| se ||om se ‘uoissaidap
UM pajeIdosse uaaq aAey Apoq ayj ul sasueyd)

s)nsai utepy

(2areuuonsany uondasiag
ssauj|| Jalig) DdI-9 ‘(241euuoisany
3ujuoidun4 |enxas) D4S 1oedwi [ea1pasw
9y3 ‘uoljew.ojul Juswiealy :diydesSowaq
(1] A403uanu| uoissaadaq ¥oag) |ag
(Ayjenb daajs y3ingsiid) 10Sd
(as1p122yD woidwAs 37S) OSS

qi7 |9/
Apnjs |euolle|a.100 aARdLdSaQg

pasn sem SISAjeue Jua3uod dIjeway |
sooualiadxa anbiun
pue paJeys J1ay3 3N0ge 3|3 03 JUSWUOIIAUD
9JBS B Ul ‘SIAI| S,UBWOM Pa3}Ia}je seasip siy}
moy ‘Aem uado ue ul ‘010]dxa 03 dnoJ3 sn2o4
€ [9A97
Sa1pN3s aAlle}ljenb uoj ssaunjSuluesip|
Apnis aAnejend

UOI}eDIPaW JO $3234J3 IPIS
|eusajul

pue 23ueyd :s3|easgns g :9|e3S DOTHIN
J3s

‘AJaIXUe ‘uoissaldap :sa|easgns g Suliapisuo)
SJ2119q pue spaau |e120soYdAsd - ONITS

- {7 [9A97 - Apnis aAlje3iuenb yseouddy

|euUOI}235-5504D)

leusagul
pue 95ueyd :$9|easqns g :9|edag [0J1U0D) JO
SN207 yjjesH jeuoisuswipiiniN - DO0THIN
- {(D3S) 3uidod 21wou0I3 |B1D0S ‘AJaIXue
‘uolssaadap :sa|easqns ¢ ulIdapIsSu0) sjaljeq
pue spasau [e120S0YdAsd - DNITS - qi7 [9A97]
Apnis
|EUOIIBAIDSCO 1§ SAI3dIIISIP |BUOI}IDS-SSOID)

sainseawl
/UO1393]|03 /|2A3] 22UIPIAS /usISap Apnis

uolssaidap pue Ajljenb das|s

y3m swordwaAs jo dnois yoea jo
peo| ay3 JO UOIIRID0SSE 3y} Sulwex]
swojdwAs jo sdnou3 dojaaaQg

sjuaned 375 Aq paAlsdsad
swoldwAs Jo adusjeAald al1ojdx3

31S Yam SUlAl| asoy3 Joy

sa3uaj|eyd [e1dosoydAsd anbiun

JO Uoijedljlie|d pue uoljesljipuspl
Jayluny ayy sem asodund ay|

510559135
|e120s0ydAsd yd1ym JoJ 3si je aq
Aew sa13d1UY3 3eym Ajiuapl o
EERIETIELME]
|e1dosoydAsd Ajiausapl o]

31S Ym SUlAl| asoyy Joy
saduajeyo [e1posoydAsd anbiun
ay3 Ajile|d 03 pue Aypuspl ol

aAR3Iq0

uemie|
(T'L8-9°6 :98uel) 0°'ET 98e Ues|y 2610
S[ew g 9[ewsy £9 G/ = N ‘e 32 Suely)
vsn

€1 = A Gg 1an0 6T = A GE 49pun 98y 61702
Ilew ¢ Mw_mC\_Ow 6C ‘Nm =N .ENC\COv_me
vsn
42 110C

A £9-0¢ 98V e
olew g1 ”w_mc._va YAt »wﬂﬂ =N uew.a329g
vsn

2170C

A 09-T¢ ”ww< »CNE\_WV_umm

dew €T ‘9jewdy /S€ ‘8LE =N pue>deqieny

a|dweg Apnig

MBIA31 SIY3} Ul papnjoul saipnis T 379V.L



RODRIGUES ET AL.

International Journal of
WILEY— Rheumatic Diseases

(senunuo))

3uluiess s||1xs |e120s se yons
‘S9NSS| [eID0SOYIASd UO SUOIJUDAIDIUI DAIDIDI
Asy3 usym suoluido 4o spuswwod s,3|doad
19430 ssaippe 0} paledaid aiow 994 sjuedidijied
o3ew-J|9s J19y3 Suiziseydws ‘@oueseadde
|euI93Xa 9yl YIM pauIadu0d ssa| a4am Aayl
QUSPIJUOD DJ0OW USYM ‘Gey] 3|34 syuedidilied
swa|goad [euol3duny 1o JY3Iam ‘Ujs YyHm
1913|A USWOM J3Y10 03 SSA[aSWaY] a1edwod pue
uswom Jo scueseadde sy) 03 13Ja1 US1JO USWOAA

swojdwAs aAlssaudap

pue uled usamiaq diysuolje|as ay3 ui Jojeipawl
juesyiudis e sem 341 Jo Ajljenb pajeja. a8ewl Apog

S9SeasIp d1u0IYyd

J9Y30 jljun ‘O14109ds-aseasip 9q 03 sieadde
3uluolduny |enxas uo 37S Jo aduanjul sy |

3uluollduny |enxas Jo S213slIa3deleyd [edlul|d pue

o1ydes3owapold0s ay3 uey3 40321paid juejiodw
2J0W e SeM aseasIp ay1 Jo uolzdsdiad ay |

wa33sd Apoq pue [enxas J1ay}

uo Ajje1dadss ‘Buluoijdouny [enxas J1syj uo 37S

JO 5329449 9A13e39U 9oUBIIadXD 0} Sem sjualjed
Jo a3ew! Apoq ul sa3ueyd Jo uolndadiad ay |

suoliedjdwod 3|qissod Jo uonuanaid

pue [0J3Uu0d ‘a4ed-§|9s YHIM wayl 3uipingd

‘93ew-4|as aAnjIsod e dojaaap o3 wayy 3uidjay

‘A3ojoy3ed siy3 Jo s3oadse |eai3ojoydAsd pue
SuOI1e)SajIUBW [BDIUlD Y}IM 3Jed pasu sjuedidilied

Allep sa13iAlo. Jo Juswdo|aAsp ay3 ul pue

Ajlwey yum diysuonielaa ayy ul 3 [994 syuedidiyied
‘sndn| Aq pasodwi sa3ueyd sey a3ew-}|95

s}Insai utey

(s103443 s,uonesipaw
119y3 1noge adod Asyz moy ;gD ‘sjusaijed oy
Juesw a8ewl-J|9s pue adewl Apoq j1eym :10)
:SPJ023J-0IpNe YHM SMIIAISIUI PaINIdNIIS
-1was 3uisn Auinbus Jo spow aAlje}end
€ [9A9]
$alpnjs aAllellfenb Jo) ssaunj3uluesiy
Apnis aAizeyen
yoeoudde [euo(329s-ss04D)

(2125 uoissaidag pue Ajaixue |eydsoH) SQVH
93ew| Apog O¥dsnhdn

AJl|_}IA pue uled OYdsndn

Ay [9A97

Apnis aAnejauend

yoeoudde [euo3}23s-ss04D)

(241BUUOIISENYD UOI13da243d Ssau||| Ja1ug) DdI-9
(2areuuonsany Suiuoioung

[ENXDS 33 JO 3|eds 3oedul] [edIpaIN) DS
(9]e2s wa91s3 Apog

pue |enxas pue Ayljigesiq |ed1sAyd) 39SAd

Ay [9A97]

Apnis aAllelzUEND

yoeoudde |BUOI}D9S-5504D)

;sndnj| jo sisou3elp e aAey

0} ‘UBWOM E SE ‘|994 NOA Op MOH :uol3sanb
8UIMO||0J BY} YHIM ‘M3IAISJU| 9D8)-03-90B4
€ [9N97]

s21pn3s aAl3e3lenb oy ssaunj3uiueaw
A3ojouswouayd yum Apnis aAliellend

sainseaw
/UO1323]|03 /|9A3] 22U3PIAS /uSisap Apnis

7S yim
pasoudelp sjuaijed jo dnousd e
Uly}Im saoualIadxa puejsispun o]

1S

y3m sjuaijed Suowe swordwAs

9AISsadap pue uled usamiaq

diysuolje|al ayj Jo Jojeipaw e

Se S9AUSS (341] Jo Ajljenb pajejaus

-a3ew| Apoq ‘Aj|eatj1ads)
93ew! Apoq Jayiaym paujwexy

S95B9SIp 2IU0JYD
Jayjo pue 375 ym sjuaijed
JO suoI3ouny [enxas atedwod)
s3oadse o1ydes3owapoldos
pue aseasip ay3 Jo uondadiad
pue Ajljenxas usamiaq
uol3e1d0sse ayj 91eS13SaAu|
uol3duny |enxas
uo 37§ JO 92UaN|JUl BY] SS9y

sndnj jo sisoudelp e aAey
Aay3 1ey3 10e4 9] 0] USWOM AQ
pajnguije Sujueaw ayj pueisiapun

aA1323[q0

A /G 01 ZZ :pa8ueu saldy
(%9)

T = 3eW (%i6) ¥T = dJews} :GT =N

(6°€T) ¥ 8P :98e ueay
%L S1EW %9°26 leWdy GET = N

(96'%T = AS) A €Sty = 98e ues|p
%L°G = lew

‘%€ 76 = 2]eway ‘sjuedipped 90T = N

A gT< a8y
%007 = 9jews} 0T =N

a|dwesg

(panunuo))

vsn
1STOT
‘e 39 3jeH

vsn

26102
‘leye

yapezijoys

puejeaz MaN
spuelayiaN

ayL

0e£T0Z

‘e 32 3pnogajeq

lizeig

62102
apespuy
pue 0413pJ0D)

Apms

1 37avl



>~
8
=
=

(%]
Q
(72}
©
Q
8o
(=)
©Q
=]
©
S
=
Q
£
3

International Journal of

RODRIGUES ET AL.

(senuiuo))

A1unod pue A3d1uy3s Uspuasd ‘a8e J1syy
J0 Juspuadapul ‘pajoedw] AjasiaApe Ajjuedijiudis
91e JODYH uollealdo.d pue suoljedipaw

sndn| ‘N7 @A130e pue N7 yim sjuaijed Suowy
s|eo3 saJisap
pue a8ew| Apoq ‘yjjeay |euoijows ‘uoijeasdo.d
‘suoljedipaw ‘swoldwAs sndnj apnjoul

pa3123je Aj9siaApe ToDYH 1o sulewop d112ads
JOD¥YH-uou pue

JODYH 9510M pey J23unoA siam N Y3Im sjusiled

W} J9A0 JuawdAoIdwi S1Y3 Sululejuiew
10D pue 3ulag-||am |edi3ojoydAsd Suiroadui
‘375 yum sjuaized ul paljipow sem agewi Apog

SuoljuUaAIUl 28ew| Apoq Ja3je
u29s a49M a3ew| Apoq ul sjuswaroidwl Jole|n

9AI}Isod sem
700D pajejal-adew) Apoq ‘sjuaijed 375 SulapIsuo)
uolissaldap ‘©3ewep SNo0aULIND 3|qISIDALII
‘erdadole Yy1im uolje[a.iod aAlessu sey 10D
pajejaJ-a8ewl Apoq ‘sjusijed 375 Sulispisuo)
S[0J3U0d
37S-uou paydjew-ade ueyl 1o paje|al-asewl
Apoq asiom Ajpuediiudis aAey 375 Y3im siualled
uolssaldap pue a3ewep ‘A}IAI}0e 3seasIp
SNOSUBIND UO PASNI0) Y3Noay) passalppe aq 0}
Spaau siyj pue ‘92ej Ajjuanbauiy 375 yum sjuaijed
Jey] wajqoud o1isijeal e s 93ewl Apoq 100d

JopHsndnT ul urewop
a3ew! Apoq Yyiim pajeidosse sem agewep uijs
ulewop a3ewl Apoqg YyHm pajeidosse sem a3y
uied pue sdiysuoije|al
91ewul ‘98ewl Apoq yym paje|allod epnadoly

s}Insai ulepy

(O¥dsndnT) : 700
(Ivis:a
-G3D) :saunseaj yijeaH |ed130|0ydAsd (2|eas
9doueseaddy ‘adieuuollsany suolie|al-J9s
Apog |euoisuswipiniA ‘DYSAIN ‘91835 sndnT
ul 93ew| Apog) :saunsesw a3ewl Apoq S7|9
qp [9A97
Apnis aAjeyjuend
yoeoidde |BUOI}D95-5504D)

(O¥dsndnT) 170D
(xapu]
AjaIXuy }ed] 231e1s [V1S ‘uoissaudaq salpnis
|ed13ojolwapid] Jo) 493ua) @-S3D) :sainseaw

yyeay |ea130|0ydAsd (9|edas aoueseaddy
(241eUUONISOIND

suolje|al-J|aS Apog [euoisuswipniA) DYSEIN
(21e2G sndn7

ul 93ew| Apog) saunseaw a3ewi-Apogd STI9

BIAELER

Apnis aAnjeyijuend

yoeoudde Apnis |ejuawiiadxa-Isend

(xapul snie3s yjjeay) as-o3
(9g-4S
JO JUBLIBA B (X3pul SNJe)S [euollduny) d9-4S
T00YH
telf:!
Xxapul ssew Apog
qy [9A97]
Apnis aAejauend
yoeoudde |eUOI}D9S-5504D)

angdijeq
pue ‘93ew| Apog ‘yijeay [euoljowd ‘siay3o
03 uapJng ‘sdiysuolje|ay aiewiju| ‘Suluue|d
‘uted ‘yyeay eaisAyd :surewop sn-jopsndn
qy [9n97]
Apnis aAnjejauend
yoeoudde |eUOI}D9S-5504D)

sainseaw
/UO1323]|03 /|9A3] 22U3PIAS /uSIsap Apnis

(2482 UOIDEYSIIES

‘J10ddns |e120s ‘sjeod alisap)

70D¥YH-uou pue (38ewi Apoq

{AJ1jelIA uled fyjjeay [euozowd

pue |eaisAyd ‘uoneasdoud

‘uo11u80o ‘uoedipaw pue
swoldwAs sndn|) JoDYH 29142s3Q

uawom Suowe
S9WO02IN0 Y3|eay auiwiala( -
938ew| Apoq
Suinoadwi ul uopuaAlul 98ew!
ApOQ [9A0U B JO SS9UAI}IDYSD
pue Ajjigiseay ay3 suiwialaq

98ew| Apoq pue aSewep ‘AJIAoe

aseasip Aq paule|dxs (TODYH)

700 pajejaJ-yijesH ul uoljeliea
JO JUNOWE 3y} SUIWLISISP O

700D pajead

-y3|eay pue suollpuod pigiowod

‘saunjea] aseasip pue (17019)

AJ10juaAu| 8417 o Ayjend aSew|
Apog :suoije|d0sse sulwial1ap 0]

(sjuanzed 37 pue Ayzeay) 100
pajejaJ-a8ewl Apoq aJedwod o]

sn-1obsndn
pue oydes3owap SuipJedal
sjualjed g paziialdeleyd of

aA1323[q0

(S'€T) LT :98e UBIPAN

(N7)
1ydau sndn| yyim sjusned 52T N

(£'8) ¥t dnous j013u0d “(Z°ZT)
Z'€t dnou3 uoijuaniajul = a3e uesin
S
:dnoug |043u0d QT :dnoJd uojIuaAISIU|
ST=N

$323[qNs 37S-Uou 10} A Z°ET F £'8E
pue 31540} T'ET F t'C 98V

(%2£°TS) A1S £8 :dnoJs |euswiadxa
(%L2 L) Ayeay g/ :dnous [ojuo)
sjuedpiied G9T = N

AGyT F Z7'Zh :98e uea|n
(%9) TT =29lew
{%V6) LT = 9eway 'syusijed 68T = N

a|dwes

(panuRuOD)

vsn
28102

‘e 32 Ajjor

vsn
1£¥10T

‘e 32 Ajjor

vsn
22¢10T

‘e 33 Aljor

vsn
620T0T

‘e 39 Ajjor

Apms

T 319vl



RODRIGUES ET AL.

International Journal of
WILEY— Rheumatic Diseases

(senunuo))

dnou3 ajeald ayy ueyy Suidod

19119 parlodad 10123s 2l|gnd ay] wodj syualed
93ew1 Apoq jo sulewop

9] JOJ PIAISSUO S49M S2OUDIDLJIP JuedIusIS ON

93ewl-J|2s paje|al-aseasip Iyl

10 3snesaq ssaussa|adoy pue ‘ssaupes ‘uolje|os!

|e10s Supualiadxa pajiodal syuedidijied

"95e3sIp 3y} Jo AN|IqISIA 3Y3 Aq pajeAnde
s3oedwi [e120s pue |ed130joydAsd suspuadua siy |

‘SOA[RSWIAY] YIIM

SulAji3uapl wouy sndnj ypm uswom jueudaid

juanaad ued yaym ‘sndnj |043u0d 03 pasn s3nip

10 5123449 9pIS 9Y] pue 9seasIp Y1IM pajelidosse
9Je 93ewl Apoq pue 3da2u0d-4|3s Ul sa3ueyd

sdiysuoije|al

|euosiad paulesis 03 3uipea| ‘opiql| pa1dajje Yym

pa3e100sse os|e a1am sagueyd 9say] "UuJadu0d

Jolew e a1am $p104a3S021310d AQ padnpul

suol3en3anyy 3ysiam pue saysed upys ‘edadole

se sndn| wouy uiynsas syuswaindysip |eaisAyd
UM paleIdosse uaaq aney asewi-J|as ul sagueyd

3uluoouny 03 $129419 [e120S pue aejanbas

9seas|p wouy padued 9sayj ‘sjualjed ul sndn|
Snosaue}nd Jo uspJng ay3 painided sawsyj [eJaASS

sndnj snosueind Jo S1294J9

Y3 21e3131w 03 ‘DA13e3aU pue aAl}Isod yjoq

‘swsiueydaw 3uidod |e1aAas pasn sjusljed pue
98ew| ayj pajejodesixa adueleadde uj sadueyd)

SJ19Y30 Y}IM pue J|9sInoA y3im juiod uoi3dajjul
ue 3e 3q pue punoJs uaAaun uo dajs 03 S| ‘SJUIAD
JO PUIMJIIYM B U] J|9SINOA puly 03 SI ‘@in3ny ay}
ul pue juasaid ay3 ul sajjule3IdUN Suiseatdul
‘91| spuadsns jey3 aousaladxa ue si sndnj| Jo
sisoudelp ay3} SulAI9I34 1dadU0D-4[3S IN0OqY

s}Insai utey

(surewop {) JODYH-UON

(urewop g st @8ew! Apoq ‘sulewop g) TODYH
Oddsndn?

Ay [9A97

Apnjs aAneluend

yoeoudde [euol}29s-5504D)

9J1] Ajlep pue ‘Adueudaud pue ssau|l
3Y3 1n0ge 1no Sulpuly 1914 SIOIABYS( [BNXDS
‘8uliojiuow Asueu8aud ‘queusaid Suiaq ajiym
9seasIp s1y3 SulAiied y3m asuaiiadxa Ustiied
37S ue 3ulaq Inoge s3ulP9) :saway3 SUIMO| 04
Y3 ym suoiysanb papua-uado ym 1duios

Pa1N3oNJIS-1WS YHM MIIAISIUI 9DB)-0)-908

€ 9N

S21pN3s dAl3e3Ienb 4oj ssaunj3ulues|p|

Apnis aAnejend

ANnJ94 pue Sulsg-jjlam
|enxas ‘yjjeay |euoljows ‘suaaduod |esisAyd
J19y3 Supiojdxa smalasa3ul yidap-uil |enplalpu|

€ [9A97
S21pN3s dAl3e}Ienb Joj ssaunj3ulues|p|
Apnis aAnejend

37S Joj aJed pue
1USW1eaJ] 0] UOIIB[2J Ul SPIaU J1aWUN ‘SaAI|

,Sjuaijed uo 37S Jo 1oedwi ay) ulpuelsiapun
sawsy)

Y3 uo paseq apin3 uoissndsip dnoud sndo4

€ [9A97

$31pnjs aAllelljenb Jo) ssaunj3uluesin

Apnis aAneend

92130eud Jo A3ojouswouayd
S,UsUB|A UBA MBIAISIUI P24NIDNIIS-IWSS
€ [9na7
$31pn3s aAllelljenb Jo) ssaujnj3uluesiy
Apnis aAeyend
yoeoudde [euo329s-ss04D)

sainseaw
/UO1323]|03 /|9A3] 22U3PIAS /uSisap Apnis

sjualjed 10329s

a1eAld pue sjuaijed 40329s d1qnd
usaM1aq SaWo021N0 aledwod of

$39JNseaw SaWwod3no
pajiodau-jualjed sulwialsp O

aJed |ejeuald

3ulnp 375 yum uswom jueudaid

Aq Adueudaud 03 pajnqliiie
s3ujuesw ay1 puejsispun of

31S yum sjuaned uedljy yinos
JO Spaau jJawun pue suoldadiad
‘s9oualIadxa 3ulAl| 940|dXd O

aued
pue jusw3iealy 375 03 pJedas yum
Spaau 1awun syl pue saAl| JIayl
pajoa4je sey sndn| snosueind
MOY U0 SM3IA sjualjed aiojdxs o]

uouswousyd [enualsixa
ue se 375 ym pasoudelp 3ulaq
J0 9ouaadxa ay3 alojdxs o

aA1323[q0

(2T As) 6’71 = 98e uesy

(%T'¥) ¥ = 2leW (%6'G6) 76 = dewaS
QG = aJed ajeAnd

‘0% = paSejueapesip sjuaijed g¢ = N

($8°¥T AS) O€ :98e uea|A|
uswom jueudaid 9z = N

(St-zz :@3uel) A 6'0¢ 8. uea|p
Uswom Gz =N

YT F 61 :98e ues|p
T =9eW (%, 776) 8T = 26w} 6T =N

9°GH = 93e uea|y
USWoM GT =N

a|dwesg

(panunuo))

vsn
+2210C

|e 12 BUDAIY
-zan31upoy

lizeig
2020C

‘|e 32 san3lpoy

B2V YInos
0610271832
nyd

VSNge8T0C
eAuesun3Q

Jdewusg

8102
‘|e 32 uasJe]

Apms

1 37avl



(senuiuo))

>~
8
=
=

sndn| 3noge ysaads s,410320p ay3 (3)

‘sasned s pue sndn| (p) ‘Juawiealy () :sndnj pue
Apoq (q) ‘aseasip ayl JO 19sU0 a3y} () :sawayl §

321S Ajjeatuodyd /Ajjusuewusd

93ew! mau e Jo puelq ay} (q) {(dweys ‘ysindue

10440y ‘ssauadueu)s) s3ulaa) aAlze3au ()

4 :Apoq umoujun e se sndn| pue adew! Apog
©
Q
4=
50
£
e
m m |eaauas ul A3a100s pue siaAojdwa
m.nn.. ‘s198ued)s Aq paziu30aJ sapnjilje aAljesau
o

(2) ‘soan3ea||0d ‘suaquiaw Ajiwe) Aq paziudodal
sapnjiie aAljsod (T) :(@dueseadde uo paseq)
SJ19Y30 JO Sapn}i}le pue (sso| 3yiam ‘upys) syed
J14129ds os|e 3ng ‘9joym e se Apoq ay3 ul sadueyd
:9oueJeadde pue adew! Apoq :3u0dau sjuslied

SUJ92U0d pIajejas-adueseadde Agq pagunisip
aJom sdiysuoijejas saulied [enxas ‘Ayyesy pue
sjualjed usamiaq juswaiedwi diysuoije|ad
|ENX3S Ul S92USIS44IP JUBDIHIUSIS 919M 243y |
dnou3
Ayyjeay ueyy A3aixue Joj ysu Jaysiy aAey sjualjed
‘uoljouny
|ENX3S Y3IM SUOI3e[2.4402 Juedijiudis sey ‘Ajjesausd
aig osje ‘diysuone|as ssulied yim suolje[aiiod
jueoyiudis sey ‘Ajjesauad q|g ‘dnous sjuaijed u|

"M3lA s 21 1qnd ay3 ul Suysiy
(9) ‘seouanbasuod pue sanijenb ‘sdiysuoije|al
|e1quassa (p) ‘Aljiqisuodsal [euosiad Jo asuas ()
{37S Jo 4amod ay3 (q) ‘satuoul pue sai3ixa|dwod
:37S (B) :9s1e saway) G ‘ssaussa|d|ay Jo
3ul|99) 9Y3 03 pajejaJ a19M suoljedIpaw 7S

Jo 9oueseadde ayj ul sadueyd pue adew! Apog

s}Insai ulepy

RODRIGUES ET AL.

(2411 48y Ul SJIUSAS D1J129ds Sy pue ssau||l
19y Ud9M]aq UOIIeID0SSE 9Y3 Saulyap jualjed
Moy :A3ojoyzied Jay saulyap juaized moy
£10320p J12Y3 yum diysuoliie|au ayj saqliosap
‘Juswiead) Jnoge aAI3dadsiad jusijed
‘Juswow ay3 03 X21s 3u13393 WOoJ) 9SIN0D 3|

:suol3sanb £T) SMaIAISIUI PAINIONIIS-IWSS

€ 9N

$21pN3s aAlje}Ienb Joj ssaunj3uluea|p|

Apnis aAzeyend

yoeoudde [euo|323s-ss04D)

(s103084
|euosJad pue |ejuawuoliAud ‘uoljedidiyied
pue sal1IAI}9e {$91N312NJ3S pue suolduny
Apoq) (421) Yeay pue Ayijiqesip ‘Suiuorouny
JO UOIJBD1JISSE[D |[BUOIJRUIDIUI OYM B3 Aq
pajioddns (suolisanb usado 9) smalAlalul
(37S yum sjdoad g-¢) dnou3 snaoy
€ |9A9]
$31pNJs aAlje}ljenb 1oy ssaujnjSuluesip|
Apnis aAiejend
yoeoudde |eUOI}D9S-5504D)

100 9¢-4S

9]eas uoissaida Suney-J|9s pasiney sAs
9]edS AJaIxuy Suljey-4|9s pasiney SVS
(91easqns /) @duequmsiq a8ew| Apog Qlg
Ay [9A97

Apnis aAnjeyijuend

yoeoudde |BUOI}D9S-5504D)

24n3n} ay} pue Adewijul ‘sdiysuolie|as
‘J|9S JO dSUSS ‘U0I3OUNY |BIDOS ‘S3D3443 |edISAyd
‘sisouselp 375 (B) :suolsanb painioniis-1was
UM sisAjeue aAlleladaajul |esiSojouswousyd
€ 9N
S31pNn3s aAllelljenb Joy ssaujnjSuluesin
Apnis aAizeyen
yoeoudde |eUOI}D95-5504D)

sainseaw
/UO1323]|03 /|9A3] 22U3PIAS /uSIsap Apnis

ss220.4d aseasip ayj 03 paynquije
suondaouod ay} pueisiapun of

($2113UN0d g 211U |NW)
SuoI3Ipuod |ed13ojojewnay
JUBI344Ip Ypm sjuaijed ul a4
Ajtep ui Suiuoijouny Jo s3dasuod
ay3 1sesjuod pue auedwod o]

uoI3ouny [ENXas pue g|g usamiaq
UOI3EID0SSE DY} dUIWEXD O]

S92UaN|Jul |BINYND puE ADIUYID
J19y3 SulIapIsu0d sadualIadxa
|euosadialul 9q1I2Sap o

aA1323[q0

A gg-1z =98y
(%00T) syualjed ajeway 6 = N

Age-T1g =98y
(%S) T = 3lew (%S56) 0C = djewa4
(315 yum 1Z) syusned 62z = N

Ayiesy (4" T1¥) 0'Se
‘sjuaned (Z'0TF) 6'ZE = 98e ues|y
(%C°0T) Ayzjesy
0T ‘(%6) #1 = 32w :(%8'68) Au3jeay
9/T (%1 6) syualred gT = djeway
(dnoug |o13u02) Ayjjeay QT2
(dnoJ3 [ejuswiuadxs 37S) syuaned 9GT
(Buissiw 97) syuedpipied zGe = N

(Lt-8T) Ty = 98e uea\
%00T d[ews} 9 =N

a|dwes

(panuRuOD)

lizeig
LET0T

‘e 33 Jainey

eulsny
V10T

‘|e 39 wweys

eulyd
0ST0Z
[e39 uays

AN

46VT0Z
a|wary
pue 133Ny

Apms

T 319vl



© | wWiLEy—

(Continued)

TABLE 1

Study design/ evidence level/ collection/

measures

Main results

Objective

Sample

Study

BDI higher in patients than in healthy (P<.05 in all

Cross-sectional approach

Quantitative study

Level 4b

To investigate the relationship

256 participants; 109 patients
(experimental group), 128 healthy

(control group)
Missing 19 (9 patients; 10 healthy)

N =

Zhao, et al.
20187
China

7 dimensions) LupusQoL in patients: body image

the best score

among psychological status, QoL,

self-esteem, social support, BID

To explore risk factors of BID

International Journal of

Rheumatic Diseases

BID association with: personal health insurance,

IDB (Body Image Disruption), 5 scales; IDB >

0.30
HADS

diabetes complication, appearance of new rash,

depression, anxiety, self-esteem

disturbance

Female = 101 patients (92.7%); 114

healthy (89.1%); male = 8 patients

(7.3%); 14 healthy (10.9%)
Mean age = 33 (SD 17) patients; 36.5

Risk factors for BID: appearance of new rash, high

anxiety

Rosenberg self-esteem

SSRS (social support rating scale)

HRQoL and LupusQolL

(SD 16.8) healthy

RODRIGUES ET AL.

3.4 | Thematic categories

Three thematic categories were created from the themes that
emerged from the data to organize and present the meta-

20.21 herformed during the analysis of the articles: (1)

aggregation
depression and anxiety associates with body changes (hair loss,
weight gain); (2) Bl reflecting the disease; and (3) confrontations
and interventions to promote acceptance and adaptation to the
new image.

Within each category, the results of the qualitative and quan-
titative studies are presented separately for didactic purposes.
However, the complementarity of these studies is emphasized in the
answer to the question that guides this review. Figure 4 shows the

clustering of the studies.

3.4.1 | Depression and anxiety associates with body
changes (hair loss, weight gain)

The disease causes body changes and the medications used to treat

it cause significant discomfort.

B, self-concept, and the use of SLE medications
SLE is commonly associated with hair loss and changes in appear-

2340 35 well as psychosocial needs®” and symptoms related

ance,
to vasoconstriction.?® Emotional and sexual life is disturbed,®??
and Qol suffers as a result of the disease.???* In addition, prob-
lems with facial appearance and weight have a strong correlation
with BI.2740

QoL related to Bl mediates the relationship between pain and
depressive symptoms.25

Medications sometimes made participants feel worse
than before treatment, and the discontinuation of treatment
or non-adherence to medication due to side effects was not
uncommon.*!

The process of changes in Bl brought about by SLE involves un-

certainties, losses, and pain and is permeated by anguish‘41

Visibility of disease and the judgment of others

Gender identity is often influenced by Bl. Once an SLE patient
compares themselves to stereotypes,“ they experience a sense
of lost identity®® and withdraw from social interaction. A sense
of having no autonomy in deciding how to get better may also
emerge, and the patient may submit themself to their sick body.3¢
Furthermore, body shame and low self-esteem can increase feelings
of self-destruction.?”:%

SLE patients felt they did not recognize themselves when look-
ing in the mirror because they felt that the skin and hair damage
altered their appearance, making the disease visible, and, there-
fore, making the situation more serious.**There is dissatisfaction
related to Bl due to the visibility of skin changes, such as scars,
alopecia and depigmentation and weight gain (due to the use of

steroids).®®
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Rheumatic Diseases
Beckerman Cordeiro Hale Larsen O ya Rutter  Stam  Xavier
2011 2013 2015 2018 2018 2019 2020 2015 2014 2013
1Is there congruity b the stated philosophical perspective and the h o & ® (] @ ® [ (] o @
hodology?
2.Is there congruity between the research methodology and the research question or objectives? ® ® ® ® ® ® ® ® ® ®
3.Is there the h methodology and the methods used to collect data? ® ® ® ® ® ® ® ® ® ®
4.Is there congruity b the h methodology and the and analysis of &) o @ @ © o © ® 5} @
data?
5.Is there congruity between the research methodology and the interpretation of results? ® ® ® ® e ® e e e ®
6.Is there a statement locating the 1 or th ically? ® ® ® ® ® ®
7 Is the infl of the her on the h, and vice- versa, add d? e & @ ® O ©
8. Are participants, and their voices, adequately represented? e e e e e e e e o o
9.Is the research ethical according to current criteria or, for recent studies, and is there evidence o ® ® ) @] () e ) ® )
of ethical by an 3 iate body?
10.Do the conclusions drawn in the research report flow from the analysis, or interpretation, of @ ® &) &) @ ® ® © ® =)
the data?
Total 9/10 8/10 9/10 10/10 10/10 10/10 10/10 9/10 9/10 8/10
% % 80 %0 100 100 100 100 0N 80
Qualitative Critical Appraisal
Auerbach  Beckerman  Chiang Daleboudt Gholizade Jolly Jolly Jolly Rodriguez-Rivera Shen Zhao
2011 2011 2019 2013 2019 2010 2012 2018 2016 2015 2018
1.Inclusion criteria are defined ® ® ® ® ® ® ® ® ® ® °
2.Subjects and context detailled @ [ ® ® o @ o @ ® @ 5]
3. Exposition measured in a valid and reliable way @® @ [ J ® o @ o o @ ® o
4. Objective and standardized criteria used [ ] ® ® [ ] ® [ ) [ ] [ ] [} @ o
5. Confounding factors identified ® @ ® @ @ [ [ J @ ® @ o
6. Strategies declared to deal with confounding factors ® ® ® [ ] o ® O o o ] [ J
7. Results evaluated in a valid and reliable way [ ] @ [ ] @ o o o [ J O €] o
8. Appropriate statistics texts ® o ® ® ® o -] o ] o o
517 718 6/7 88 6/7 517 8/8 718 6/7 81 18
Total
% 71.4 87.5 857 100 85,7 714 100 875 857 100 875
o
Cross-sectional Critical Apraisal
Jolly
2014
1. Is it clear "cause" and "effect” o
2. Participants were in some similar comparison [ ]
3.Participants had the same treatment .
4.Control group exists @
5. Exists multiple measurements before/after intervention [ ]
6. Follow-up / complete OR differences described and analyzed o
7. Results included in any comparison measured in the same way ~ @
8. Results measured reliably @
9.Appropriate statistics texts @
Total 99
% 100

0
Quasi-experimental critical appraisal

® NA ® No ® Yes Unclear

FIGURE 3 Quality appraisal of the included studies

3.4.2 | Bl reflecting the disease

Appearance does not reflect who people with lupus nephritis
are.2”3! Ethnicity and other individual factors have an impact on the
prevalence and severity of the disease, and may generate different
feelings about Bl in each person.? Many people with SLE use cos-
metics to help their self-image,31 a time-consuming and expensive
process.?’

Pain and swelling in the joints are common for these people,
making them unable to participate in activities, which causes inse-
curity by altering their self-concept.®®> Pregnant women in the third

trimester feel strange in their own bodies, often experiencing social

isolation, sadness, and hopelessness related to this perception of
their BI.42PeopIe expressed a desire to have the body they had be-
fore the onset of lupus symptoms.>8

3.4.3 | Confrontations and interventions to promote
acceptance of and adaptation to the new Bl

Women with SLE experience major BID; 2 authors explore the rela-

D,%?7 and another

tionship between the existence of lupus and BI
highlights that women with SLE have a Bl related with age but not

with time of disease.?® Confrontation with the new Bl appears
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SLE medications

FIGURE 4 Clustering of included studies

to be relevant for the majority of SLE patients, and many change
their lifestyles and attitudes to adapt to the disease and to their
changing body.%?

3.4.4 | Attitudes of acceptance and surrender

Acceptance of the disease, expressed as surrendered attitudes, sug-
gests an internal lived experience.®® Forms of communication such
as irony, to better face the disease and remain unhurt, are com-
mon..3 Better acceptance of oneself can be achieved by integrating

into patient groups.39

3.4.5 | Loving/sexual relationships and
acceptance of the changed body

Appearance-related concerns and sexual problems are associated™®
with SLE patients. Age, marital status, and BID are predictors of im-
pairments between SLE patients and their partners, whereas BID
scores and education are more closely associated with impairments
in patients’ sexual functioning.°

Unattractiveness is a major feeling reported by women with SLE,

compared to those with other chronic diseases.’® However, their

Mind and

body in
disagreement

Loving /

Acceptance sexual
- rar:: e relationships
‘Attitudes and the new

image (SLE)

emotions and feeling of coherence could explain the participants’
perception of attractiveness.%° Impaired sexual function, related to
distress and deficiencies in the patient's social life, suggests a link
between physical function and psychological function, which can
contribute to sexual health and overall QoL.*°

The female role in marriage intimacy, pertinent to most women,
is often not fulfilled once Bl issues are exacerbated.*® A restricted
life and the loss of experiences and relationships bring feelings of
helplessness and small horizons.®® These disease limitations signifi-

cantly affect relationships.*°

4 | DISCUSSION
4.1 | Considerations of study design and population
representativeness

The results of this review are representative in terms of the SLE
population. The 3394 participants in the studies came from 5 con-
tinents: Asia (Taiwan and China), Africa (South Africa), North and
South America (USA and Brazil), Europe (Denmark, UK, Austria,
Netherlands), and Oceania (New Zealand). Given the assessment of
such a diverse population, it makes sense that Bl, a burning problem

among people with lupus, should be explored in different cultures.
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4.2 | Considerations of measures of self-image

All instruments used in the studies included in this review are vali-
dated and widely used in research. However, we emphasize that
while some instruments focused on BI,1%22273132 gthers did not.
Instead, they concentrated on issues such as Qol,18:25:27:29 psycho-

2324 quality of sleep, and sexual disfunction,?>%° but

social needs,
used Bl as a questionnaire domain to measure these factors; there-

fore, they provide information on Bl for discussion, even if indirectly.

4.3 | Synthesis of research findings

Focusing on the changes and adaptations that occur in the Bl of peo-
ple with SLE (primary interest) and on their self-concept (secondary
interest) (considering: [a] the perceptions that patients have of their
bodily changes; [b] how patients deal with changes in their bodies;
and (c) what are their perceptions of bodily changes), 3 thematic
categories that were elaborated from the themes emerged from the
data: (a) depression and anxiety caused by bodily changes (hair loss
and weight gain); (b) Bl reflecting the SLE, demonstrating the per-
son's perception that their body does not portray who they are; and
(c) coping and interventions for acceptance and adaptation to the
new BI, indicating attitudes that can facilitate women's acceptance
of bodily transformations.

The most reported and evaluated feelings associated with Bl

22-27 10,23,24,27

changes were depression, social isolation,*?

h41

anxiety,
anguis and helplessness.®® These feelings can lead to illness if
adequate support is not provided for coping with them, leading to
aggravation of the condition of the person with SLE.* In addition, a
feeling of loss and a lack of functionality related to the chronicity of
the disease were reported.*’

The condition of individuals with lupus is like that of chronic
patients, and the limitations imposed can cause suffering, anguish,
uncertainty, loss, and pain.** Despite having the same disease, with
the same symptoms and even the same treatments (medication and
dosage), each patient's experience of SLE is unique;* therefore, BI
and self-concept can be altered by the conditions imposed by the
disease, which may have an impact on sexual behavior?” and per-
sonal relationships.'*

Having and maintaining a positive attitude under disease con-
ditions can be an actively difficult pursuit, and individuals with SLE
must preserve their self-image despite the changes caused by the
disease. Therefore, people with lupus report the use of “symbolic
masks” to hide, such as keeping a smile on their face or appearing to
be strong and cheerful, to meet the expectations of others, even if

1 as aresult of loss of identity,34

they are experiencing deep sadness®
which must be reconstructed.
People with lupus report a lack of support for the psychosocial
aspects of the disease.’! In the case of physical aspects, they feel
that their bodies are no longer reliable compared to when they were
healthy; thus, normal functioning becomes strange and activities of

everyday life require great effort.®*

Rheumatic Diseases

4.4 | Limitations of primary studies

Although SLE most often affects women, some studies used mixed
samples. Therefore, we chose to exclude studies that did not reflect
the gender proportion indicated in the literature, which is 1 man
to every 9 women with SLE.'? From a gender perspective, studies
should be designed to include only women or only men. However,
we ensured that the studies considered in the review predominantly
included female subjects; therefore, the themes identified here re-
flect the responses of women to Bl and self-concept. The heteroge-

neity of the studies did not permit a deeper comparative analysis.

4.5 | Strengths of the systematic review

The present study provides a comprehensive explanation of the phe-
nomena related to Bl in SLE. As the participants of the selected stud-
ies were women, our review brings a gender perspective that may be

different, given society's stereotypes of female BI.

4.6 | Implications for research

We argue that the effects of the psychosocial issues related to Bl
are essential considerations for health professionals when treating
people with SLE.

Ongoing research examining the association of depression and
anxiety with BID and SLE and potential associations with other men-
tal disorders remains important.

The use of extensive questionnaires, which can identify different
aspects of Bl in people with SLE, and the addressing of cultural dif-
ferences, nuances, and the meanings of each concept are also sug-
gested. We recognize that there are limitations on the description
of strategies or interventions that help to adapt to changes in Bl of

people with lupus; this is an important issue to focus on in research.

4.7 | Implications for clinical practice

The starting point for clinical practice is the consideration by health
professionals of the effects of the disease and treatment on the ex-
ternal appearance of patients and recognition of the associations
of Bl with anxiety and depression. Likewise, professionals need to
value the difficulties and psychosocial pressures faced by people
with SLE that have an impact on the process of coping with the dis-
ease and changes in Bl and self-concept. Professionals must value
how existential experiences can result in a paradoxical and turbulent
period after the individual is diagnosed with SLE. Orientation activi-
ties are the initial strategy to deal with this issue.

Knowledge and presentation of therapeutic options can pre-
vent or limit adverse effects and ameliorate the negative impacts
of Bl on QolL. These options include: (a) the use of sunscreen; (b)

early referral, screening, and treatment of active disease, thereby
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limiting organ involvement and preventing impairment;?+28 (c)
training in the use of suitable cosmetics;! (d) early diagnosis, re-

22,23,25

ferral, and treatment of depression; and (e) coping and self-

esteem exercises.31’34

4.8 | Recommendations

We summarize 3 main recommendations for health professionals: (a)
the need to value the importance of changes in Bl and the self-concept
of people with lupus, in the same way that their experience of pain and
physical limitations is valued, since the literature exposes the impact of
these changes; (b) the need to consider psychosocial problems and early
screening for symptoms of illnesses due to depression, anxiety and rela-
tionship problems (eg, social isolation and helplessness) as the literature
shows that they are associated with BI; and (c) the need to offer prod-
ucts, such as cosmetics, that can assist in coping with Bl changes, since

good results have been shown in a pilot study.

5 | CONCLUSION

Based on references available in databases, we believe to the best
of our knowledge that our study is the first systematic review of
Bl and self-concept in people suffering from SLE. The most com-
mon changes reported were weight gain and changes in skin, hair,
and joints, which impacted Bl and functionality. The most reported
feelings related to these changes were depression, anxiety, social
isolation, helplessness, and anguish. Feelings of loss and lack of func-
tionality were also related to the chronicity of the disease.

This study highlights the crucial importance of the dimensions
of self-concept and Bl for assessing QoL of individuals with lupus.
These aspects can reveal the patient's relationship with SLE and how
it can impact his/her life, particularly if these issues are not actively

addressed by health professionals.
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