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Introduction: This phenomenological study explored the
lived experiences of caregivers of individuals with Epi-
dermolysis Bullosa (EB) in Iran, focusing on the associ-

ated challenges, needs, and meanings.

Method:Data were collected through semi-structured in-

terviews with 11 EB caregivers.

Findings: The analysis yielded five core themes: (1) navi-
gating social exclusion amid public ignorance; (2) en-
during emotional and psychological challenges in fam-
ily adaptation; (3) redefining family roles and caregiving
dynamics; (4) utilizing support mechanisms and social
resources; and (5) confronting economic and educational

pressures as structural barriers.

Discussion: The findings underscore how public un-
awareness and negative societal attitudes exacerbate pa-
tient isolation, while robust social and familial support
can improve their quality of life. This study highlights
the urgent need for comprehensive interventions, includ-
ing public awareness campaigns, targeted financial and
social support systems, tailored educational programs,
and the active involvement of counselors and support
communities to foster disease acceptance and mitigate

loneliness among both patients and their caregivers.

Ebrahimi Varzanh L, Fathi E. (2026). The Lived Experience of Caregivers of But-

terfly Patients: A Phenomenological Study. refahj. 25(99), : 7 doi:10.32598/re-

fahj.25.99.4663.1

URL: http://refahj.uswr.ac.ir/article-1-4454-en.html

VAY


https://refahj.uswr.ac.ir/page/73/%D8%B3%DB%8C%D8%A7%D8%B3%D8%AA-%D9%87%D8%A7%DB%8C-%D8%AF%D8%B3%D8%AA%D8%B1%D8%B3%DB%8C-%D8%A2%D8%B2%D8%A7%D8%AF
https://orcid.org/0009-0003-8157-1285
https://orcid.org/0000-0002-9902-201x
http://refahj.uswr.ac.ir/article-1-4454-en.html
http://dx.doi.org/10.32598/refahj.25.99.4663.1
https://crossmark.crossref.org/dialog/?doi=10.32598/refahj.25.98.291.4
http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 |

The Lived Experience of Caregivers of Individuals...

Social Welfare Quarterly, Vol 25, Winter 2025, No 99

Extended Abstract

Introduction

Epidermolysis Bullosa (EB) is a rare genetic disorder characterized by extreme
skin fragility and recurrent painful blistering (Fine et al., 2014). The condition
varies in type and severity and is often diagnosed belatedly (Danescu et al., 2015).
Primary care for individuals with EB typically falls on family members, especially
parents, demanding intensive physical, medical, and psychological support (Wu
et al., 2020). This profound responsibility frequently leads to caregiver burnout,
emotional distress, and depression (Bruckner et al., 2020; Chateau et al., 2023).
Research indicates that mothers, in particular, experience significant declines in
their quality of life (Chogani et al., 2021). The caregiving burden model provides a
framework for understanding both the objective and subjective dimensions of this
strain (Liu et al., 2020). However, there is a notable scarcity of research within the
Iranian context examining caregivers’ lived experiences, underscoring the neces-
sity for an in-depth qualitative investigation.

Method

This study adopted an interpretative (hermeneutic) phenomenological approach
to explore the lived experiences of caregivers for individuals with EB. Utilizing
purposive sampling, eleven caregivers—primarily mothers associated with the
“EB Home” NGO—were recruited for semi-structured interviews. The collected
data were analyzed following the seven-step method outlined by Diekelmann et al.
(1989). To ensure the trustworthiness of the findings, the study adhered to Lincoln
and Guba’s (1985) criteria of credibility, transferability, dependability, and con-
firmability.

Findings
The analysis revealed five central themes characterizing the lived experiences of
EB caregivers:

1. Navigating Social Exclusion Amid Public Ignorance: Caregivers reported that a
pervasive lack of public awareness and unfounded fears of contagion fostered
stigmatization and social rejection, leading their children to conceal symp-
toms and withdraw from social spaces. One caregiver stated, “Strangers look
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at her with contempt and sometimes don 't respond; that’s why I prefer she
stays home” (Participant 1). Another noted a direct consequence: “Once she
went shopping, the shopkeeper didn t talk to her, so she decided not to go out
again” (Participant 3). Some found that proactive education could mitigate
this: “When I explained her condition is not contagious, their behavior im-
proved” (Participant 2).

2. Enduring Emotional and Psychological Challenges in Family Adaptation: Ini-
tial reactions to the diagnosis included shock, grief, anger, helplessness, and
fear. Over time, these intense emotions typically evolved toward acceptance
and adaptive coping, as reflected in one participant>s account: “At first I felt
nothing, then I realized and cried for a while... at night I worried about my
child” (Participant 8).

Redefining Family Roles and Caregiving Dynamics: Mothers predominantly
assumed the primary caregiver role. The active involvement of fathers was
identified as a crucial factor in alleviating maternal stress and maintaining
family cohesion.

Utilizing Support Mechanisms and Social Resources: Emotional sustenance,
professional counseling, peer networks, and guidance from medical and char-
itable organizations were emphasized as vital resources that fostered resil-
ience and a sense of community among caregivers.

3. Confronting Economic and Educational Pressures as Structural Barriers: The
financial burden of specialized care and the disruption of educational path-
ways were highlighted as major structural obstacles that limited social partici-
pation and widened the developmental gap with peers.

These themes illustrate the complex interplay of social, emotional, familial, and

structural factors that shape the caregiving experience and the well-being of indi-

viduals with EB.

Discussion

This study demonstrates that public awareness critically shapes the social experi-
ences of individuals with EB. Visible symptoms often lead to stigmatization and
social rejection, thereby reducing community participation and inflicting psycho-
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logical strain on families. Enhancing public understanding can mitigate negative
social interactions and promote inclusion (Zhu et al., 2017). Support from family,
counselors, and peer networks is instrumental in fostering disease acceptance and
improving quality of life (Lee et al., 2017), with psychological support being key
to reducing distress and enhancing family mental health (Law et al., 2019).
Caregivers navigate significant economic and social burdens, which detrimentally
affect their quality of life. While mothers bear the brunt of caregiving pressure,
active paternal involvement can effectively alleviate this burden (Quitner et al.,
1998). Initial parental reactions to diagnosis commonly involve shock and despair,
though these often transition toward adaptation as awareness and experience grow
(Park et al., 2022). The exorbitant cost of treatment imposes severe financial stress,
highlighting an urgent need for enhanced financial aid and improved healthcare
coverage (Salmon et al., 2025). Concurrently, patients face persistent educational
challenges, necessitating tailored support systems (Adama et al., 2021).

In conclusion, a multifaceted intervention strategy is imperative. This should in-
clude public awareness campaigns, robust socio-economic support, and the devel-
opment of targeted educational programs. Such measures are essential to improve
the quality of life for both patients and caregivers and to foster genuine social
inclusion. This study calls for further research to continue exploring the complex,
multidimensional challenges faced by the EB community.

YVAY


http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 ]

. - . . e .. . -
JNLL..AJ LE‘ L aetlao S ,;/ir/d.‘ &1/.5 J L ] »/,o._ "‘/.’JL 0 Al j e Jﬁj’b L 9

99 »

ot V808 Do} ety gy Sl o loi] ol it g o ale dalilas

-

dodo

M a8 cl b (Sss el SSEB) Ms5Y s 5ol b sladly o sobes
Covgy LS (SUSE L5 050 obml Gy plStl Jsts slgntis 2 03 2B
5 TRl cl el 0y b SKasl o 5SS G s Sy sldsb LSS
g5 e 4 sy wly glis 5o (Sailr o olil o $oles pl (V)6 01 Ss
Sl S U e g o JLESr oSy s cosla 555 o -
ewie s B it 35le Sl (oo S 5 Wisd 8l OTl e Se B Al s Sl
Y10 O 57 SKls) el

(sl Sl Slosss Sl 510150 3 Ity Solew 40 Wi Oljla  axdllas
Oblas sl slozrl 5 o) (oo ol Sl LSad mw gy 530 (olews ol 155
SUL § ot ezl 58 ol (S5 5 (Kb bolse ilicos «l S o sl
00 51 i & sl b Jole e 2158 bl s ls (gt et o Luels sl s
Slog Verr s 5 el el learlsnsl 51 iU Ol 5o el plulid sl 50 Ao o
s e OLES pl 5l i |y ol sl Was a1 5 a8 Il s eilodds b 0 S

csmlad Olo s 350 conliily g sblie 3 Ollew plulis SUSie ¢ o sas AT 5 58
St Ul pl ol Ml lees 25 G 5 ool glplenil 4 (Kol
S5 kS e 5 plel Glmle (ISl Bl ¢l el sledns
(VY LS aile) &S o Ol 55 1 Ollews !

Llee 52 S5 e @lalsn olew 5l (20 Glos 5 omr (o0lse S

S ol ge sdate slellr b ) 5l OG5 5 eal il 4l s o ) 3 sbesu

1. epidermolysis bullosa 2. Fine
3. Danescu 4. EBhome (EB)

VAA


http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 |

bt adllls G sy Oplaw OLS] o dinss a2t (605

T (5

94 c/‘/,o..v("r EE ;'W/‘l hsg_;;rj%r V“’L« ‘j/,o..l;j- / a./ﬁ;- V(W,o_/o/ - JWL/; doll2s

S5 S b 5 golew Cu pde 53 Gome S OLlew ol O3 e Ols )2
S ol jates 5 ons slemdle S5bos el olan ol b (S5l Une 55
OLdlye 15,8 (oo D13 Doy OG5 b st 0l e 5 conl 5l lael edge 5 Usane
osle Lol S o Lol sl 31 opl S5 CukS Gl 55 e b L35 51015 Ol lew
i St S lglanily ayses ph milg 5 (Sap glemdle el
lsedge p i slan Gl s able Colem S i g ie 5l (6 Sty 5 e
LS o 2005 Ol e S B bl 5 ) e sl S il
51 58) K rlpe (So sl g 5 Sl lasl el (S35 L1 T e Sas
VY 0L

e oSl ki glaplid b glaily  Olles OLB1e ds oo OLES Ll sy
(oS gl e S aS Wa S 518 (YY) ol 5 7S5 dlarlpe sl
5 i lenlem 5508 5 obaml 5 b slemssime ((Sart «lsy eyl
5 Sbays Glelail Las lp ok obey Wl ol OUT sletllr op Sogn
Syt Pladl 5 (S b Lol 4 A8 e o psle Sy sl

3508 o SIHU et psle il 25 Sl 55 (VoY) 0L 5 55 glaasily
S Lsls DL (YY) 0lan 5 T 5Ls ool OL3Le Ols s slaznl szl 5 ol
Aoz I3 ible (Sosu s 5 (Sosdl (o ime 53 cpdlls lailsn Ohles S 3l
Sgb e Oloys S 53 Jdad Sogud 5 elsls glasl sl 5l e Cope o>
sl o35 L3 e S5 kS 8 3,8 SiLS (YY) OlSan 5 £ SISy coprimens

el 03l g 53 Ol slas 5 (e3laBl Cuns g (6ol Ul )._Jljg;z? IEWEY

1. Wu 2. Bruckner
3. Chateau 4. Chogani

AR


http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 ]

bty s G i slls Ol OS] o dins iy 2ei (550575

99 o los V608 Slianf iprmts oy Sl o olainl oli, iasi_ ale dolilas

il e ool 5 elanl (bl (e Sl 2l JL Jde dialy cpl s
3l ol e ol S e ey 1 OL3Le S5 kS 5 Sl s g Osla Sl
(Glos Slemasdos 5 (Supd ol Jbo slaay o) s 1S o el Any 3 &0 |,
(s AT L il (bl (So5m 3 5 (S5 il sl o) 03 5
Gl e b il e Sless mle s e tes 5 (Sal il 5 slel glenle
aly bl baslas ul e glte Codle 4 5L L e 5 U leasbe 53 S LS L
ol Sl Ol Jie 55 0L e (S35 5 o) sl e Sl (Sas
Sl mlem 5 elenrl (oolal Gleddlr b agarlpn 5o OL3I e Sl 28 S5 g, ke
s e

Llasls 289 S 65 0, slaly p Ollen 4 bsy o slgdn sty 2in Ol 4l s
(Y 0L 5 Slmdiy g (65d= VoY) ¢ oms 5 OlaS 5 V0 YY (0 b 5 (5 00)
Sldlles (pizman ol 0l a5 T 0L 5 Oblo olozrb Jls, slad & S
losbes e 2 Bies 35250 ledsin 5 2000 5925 Oblew (0l OL31 e 055 S
O 5 el (5 512) elel Ut Ol OL31 o Ol o) aha 31 6o 5 55 jae
SL TN OLer 5 olnn) Ol & Uns OS558 L3I e (S5 kS (Y208
(Yo¥ s UL 5 s 5ekne) am 55 3 5aS— Jlad s 4y Ute OS5 55 (51515 Ol psle 231 6
LTTY OIS 5 e 1) Olapsin 4 Une 00835 el

Solez & Wis Ohlos OL31,e &5 ible 5 o) o s Slaslid 555
Ciae Ol 53 oot 5 50 Dlalllas 31 e 5 BB 2oy (sl oo Josie glaly
OLsle &8 ol b 5 pl sl o g 58 ate Olley 555 5 Sloys ( Sag slal

U’:‘b. TSI Y 4}‘}» d‘)LQ.;d w‘ 639 L}S/Ju) LSL@:U\).JJ bwsé:\f‘ U‘_}"-“A-’

1. caregiver burden model

-


http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 |

el bt addllee (G sliils o Oolaw OLS] o digs ja i (59055

94 o/v/,o..vfr EE _,"[;;wd/( hsp_;;rj%r v“’/ﬁx 1}_&/4.:';-/ a./ﬁ;- V(W,Q_/o/ - JWL/; doll2s

Olas Sloal 50 S oo Wil Ollaes S65 oS i) 5 olew e L3 S
.,\Al},i)esﬁjfia S, S 5365 9 @\)gomrw|&§éw32)@6m>@
5 shlem b ol ol Sl L SOV PV U O O WPV P
S slite (5 St [sba Ol 53 1) Sl e w Wil e (g3l Layl 2
53 0l e 5l ek s slailsy Ollag O3l e e oy 2 s sl 3 5ms
ko ol GASTs S hasn plal (el el sl (5515 ol s Ol
3o s andllas pl sl Lyl 5 o 310, L siS Kb elarl i o
slellr S Gla e Ol D3 laily  Oble OL31e o8 ol I pl 4 =l

il 390 23l e 2 31 S0 elenl dibl.c (a0l

&

o)
Glae ob Gl (SSp0,8) ol (b2 25005 1 s cnl 0o
Sk byl S eslinal slails 5 (Solew a0 Uns Olley OL3l e a2
Sl ol ((San b s 53 0l pan Gladl w25 oS G5k ol ST L
s a5 Sl e 2 o 5 B s S e S Sl
3 Saas 3 33ls e s G 30l 3 0T Olgy slaall CAES 5 4 line
JolS Gl 0k 5 solabine Anl 3 Sl sy Olgea e B By b Siags
5 o OUT S5 ol b s 5o 1y 0SS )lie w0 205 S o B dlgagd i
Laldly (hos S5 g S b el 03 besls Jdo bl pl LS ks
SlenSly dellr (il o o Coale Bl plsil Oliley 5 0 Uls 425 5 slabine

88V 0 5l 05) 358 o OBT (850 a3 5 Sles

1 Van Manen

AN


http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 ]

ol oy aallas G 5Tl Olplogy il o i it 27 551515

sl e o O
(S Y

99 o los V608 Slianf iprmts oy Sl o olainl oli, iasi_ ale dolilas

Obless O3l Olus Sl diadida (6,50 gl (ol ply Conle 5 Sls 4 x5
Gl b alges o DLl puas OBas s o peled il el glails (ol 4 Une
Olysle O3l ,e iy S o Culam Olislaesl bt 5 slals, Oblaw 51 45 L3 (s
Qg3 Olandly o (S bl e Jald o 0555 lgndl o ol o stas S s g Olsles
OB S S o aails edge o1y SK5 sl Sy 5 Sl Solem cdlig wdss
Dyi gLl 515 5 g e g ja s U s Sl Ol e gbe e )
Solow s U 5 3 G Bla Lol C31e (Vi3 s pls andllan w5555 slaslns
48 gorme g (7 LEL a3l jetee il e dile Jl G Blas (Y (3L sl
Al b sl andls |y Gres amlias 5 0S5l gl bled 5 Sobl (8 il ol wls
L asia laosls Jdo b oS e oty 623L aslsl (g ks CL,J:\«;_QJ:M)U‘_;JS&}».}
ol ol (1SS Sl 5 T ped s w0 036 Glaalas 53 Gl uelias
5,505 4 am s L OBAS S (3 slaas d Jols C3la VY L aslas 5l o Cond s
Aol GasiS B8 Wesls Gee 5 bl

el ) g AiS sk cela Vs bt jsbay 5 ail b luass haslas
OEASES b sl Laasls Sl eslizal o gms 5 (13505 sl (Siash Cda ol
chﬁbﬂbd\ﬁ.ﬁi}\lmwjd)mélﬁéqu)jﬁwbcyj}
sddalas laesls b eslizal laies slgal 31 e a4 Jse LU s Ol
o e baslae Slle a5 (1080 bl (Ba) 4 e
Skl e g3y LS b ags Olaal b plae 5 OL3l e anes jas 2o
By sl Jold ol Sl aadls 2B S Cplr

Aoas b 55 |y slaly s (Solen 4 Wie 53 51 20 Sl s 4 o

S i olaxsl 5 Salgls  paid SU5 5 solew opl b

Vay


http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 |

el bt addllee (G sliils o Oolaw OLS] o digs ja i (59055

94 o/v/,o..vfr EE _,"[;;wd/( hsp_;;rj%r v“’/ﬁx 1}_&/4.:';-/ a./ﬁ;- V(W,Q_/o/ - JWL/; doll2s

Sl 0350 6550 L (slgtdl o 5 (Solow 0 s 0105 2S5

Flods axlge ol o 53 Slaslis L Ll 4 L

SWlos gy Ji3e o3Il b 5 LllS Lo lo mibio

0 58 S 5 o b Sl eSS 5 Gl 4 aney (Ul ) LS s
AT s 4 OLT 4 20 SFGs o8 UL o = e amlias b

(AN S 5 ldS (63 a5l ia-liae (slaesls i (gl e a5 cnl 5o
IS s sl baslas Ot oles andllas Vil o clin Jald &S A eslinal
Gladsls 5 baaS ol 5 plld ¥ oaslas o 5l B8L,s ol SKY e
Sl alas alis 0 35050 g3leiids, 5 pled w5 lp Do 50 L o
25 Bl sleals 5 ol Gl Sl ol paal S e ealis cio 5 plulid
sl b wll Y gl s 5 Laal she

U555 o5 sleds Sl eddpl sl walie 5 basls Coms 5 slasl (21580 ¢l 5
5 b sl s el g ol Jlas Sl ols & A2 ealizad (14A0)
A ol DB S 0 b baalan janes S5l b s sleel gyl
A el Ladda (6,80 ged 5 andllas Lol 5 i) G Cheo 5 3 b 3l (6 s du el
5 el st Bl JoS eSS 5 el o e (sileines b ool
A plil Koty San Loy baesls Jies Lo 5 alhKen s b 5 i

HEYvCI

S a8 3p e 00 B Y i b gty Oblew <3 VY Lol Eash 4 g
,-wuﬁwacla.d.,u;ﬁ,u%&wﬁv,}&ietf.aw(,m);,buﬁ;,b;uw

1. Diekelmann
2. Lincoln & Guba

)ay


http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 |

el ooty 4l (G 5 Ol Lo e oty 2ed 550515

94 :/-L»J NEE .,'L.M.Aj .ijw \,r‘/Lw .fé«l’e-/b@/‘ _;’"‘""b/i'_f&; dolil2s

b g PO 5 s 4 b e S i 53 e LGS U S

48 L35 3158l 5 5 Olgial b Ol Aole Oyl e gl g 5l DS S ES L5

g\f,\.:S;,S,.:. LS e Slelbl N o led J i

Ll & ged oLl SAST s ediasOlis

Sde | Je | o | g | Slead | e : Sl oed |
e | i S || e |oie| TG |
Y| ool | e | TV s to sl ol \
ol obe | s | | sldis | o | ol e i Y
W[ ool | e | OF ] s Yo il £ T
Wl | ] e YA el sbe ¢
\o S| e ] il | | el e e 0
Wl ohe | s [ A eldis | 8 sl ot sl [ 1
VS RN T 2 Sen |V
W e | o | ] e g0 Ssals ol A
Vool s | e | ) s YA sl ole q
Yo o g Yo IS 0 Sl b \e
v R IS I I 0 sl ol X

g}‘b (\d\/\d\) ;}‘J&""Aﬁ U,,QJS KL 6\417-]»&;.4.& J‘}gi‘}) u"‘l""'lf Léob\bJ:l}:}M

eebas Wlg 5 o b ulian gl sbaas a4 glas ladsly 5l oS > Jols 5 s

s e 0L 1y ol bl asls ¥ ojled Jsd 2 ol

\ar



http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 |

el axllles G sl Ol los Ol di ji i (5505

99 o/v/,o..vi"r EE __,"[;;wd/? D e D] Jl. bf/,o..l'/j-/aﬁl- ‘;Moj/a - f’l; ol 2s

3 14l Ollew a5 adyl (LA 5 23 bian (ol peliae 1Y Jgus

OUT slaesl sls

gl slaus A ombae ol el
am}}jgﬁ;ﬁa& Q.Uuﬁ:‘rékaiﬁbﬁa&jofw
dxel> ‘rjupéjbo%é\ﬁc.))rp)cﬂu
‘Q\Jf.polfjd.}:a.g@zjléjp
M)‘\_.J?J \ sz 9 Lf‘)’“’o L;AKTL )‘ U"“J: cé)L«.:.» o)l;_)é’réfa L;AK‘L
e ‘59\»3;-‘ b)b))fﬂ&j)ﬂ‘)ﬁtﬁdlﬂ
Sl 55,k 3l ' S
ol o ol b sleole
A J g
Wl o &Lﬁu e T o - L.
2ol s BT 5 0L 6l ole 05ls3 el 5
Qlﬁ: Sy
f_\ﬂﬁdouzéjlso% )&;ﬁ\;m}d‘ﬂé‘)lﬁﬁéjbo%
S O coslas hals
Y ‘ ‘ LU S i
s adsl sty | S s S
6)WMQJ§“; 3l
3 5 Aol (it olS b
Sl el Y| BLl e il | 2 SIS T e o

o3 edlsls Gl s
5 oy Al
Sobem b 850

Sk o Al B

@S LSS Sl e s
Soles

S ) Sy o]

Ol L8 53 (golew 2mo s B pd
w5 AT (il L cslis j2als

‘U.ML.)J\?M d)l))\.})" Lf")f"
JEN R SRY

AR



http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 ]

el oty aellloe (G 1y Olplagy S i ity o7 55157,

99 o jlai N E0E Oliness Al 9w Jl .Q}L«}-/aﬁ/‘ fm.':“/d‘/-_ V(e.«i; 4ol 2d

aJyl slaus A obas el pelian
ole (g g JJJ}GBJQJ%;:):J@@L«MJQ@JJ.

s s b Y
).} §>‘fl> .la_.»‘})
e 5l sl e ol

sible 5 Sl lis
Qb}Lﬁ

Wl 053 plaetyal

ww“w‘fr&&wc')jﬁ;
I 3 s (SO g b

‘C,.:S\JAJJJ.L; JJMJLLC,SJLLA
L;ibb&)vf)}&)lﬁjz L;LA J"‘L

505 s s L 0533 & 5
3 033 3 a3 Ay law

Sl sl
6&“)‘ DL JPLQ.:>‘
S kS

L;Ual.o E) @‘_5) Cole
e:b.'vl;'-

wlin Ol L bLS)

gﬁ'\"l-’ u,il)'}a])a))m

3 et Cules
sl slaslg

055 L i s alaly (S35 g

O b el dgolens § 55 o8,
3 e 0 S 5L i O jlew

P w2

—.U\j d.k.cb .)j,:.@_.v LS‘JJ DJ}L-:A ;&él—i))
S35 B slesles Lrssal i3

Gb@wﬁajcﬁ,él}au;jyi

Vas



http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 |

_},.Ar/..‘..,i/‘ /~9‘~€‘ antllo _,\/. ‘/:/4.&/.. .,'///A.h V'/.._f‘/J o Al /"All.‘/./‘s._‘" u:fb//J )

99 o/v/,o..vfr EE ;‘[L‘Wd/" D e D] Jl 1}_&/4.;7-/4&'/- ‘;moj/., - ij/; dolil2s

oyl slass P el pelas

Codlye g Olays slaa o Jiuj”)u‘gu.,;g@iwdu@}a

et LSS 4 (Sals ( ilg

S st cules (ol G 51 3o o)l

skl el s 0 sl : ! B Sl o LSGS 5l

ol o T Sles 5 (Fs3 slenler 558
Olpear (550l 5

bl
et e Gleddlr | Ul e s & a5
Ohlew (S5 '

L;,o}ﬁa;-rbubbmb);d;)}ni

5 sl A | S Ol s Kos plly (5l el
el | Ollcs Glgrar 5l Gl an e 5 S

ol WS 5 o ool eliae Jold oS laasl 4 slamtle sl s
el sl 55158
lys osee AETL 1 psee ABTL wle 3 olel gl3l 5 5b 5l Aty sa 25 )
sl o Sl it sl S5 (58 IS8 s Sl 5l 5 Sl Sole
Sobo (Sle (5lallgy 4 b o Sl Clable 6l Olbe 55000 olozrl )b
1> b 5 O3 e 51 (G s e el Gl
e Bl O pad s o s s 5 S e ol e b Lo 8
(o) i 55 47 23 o0 e
358 6 50s b
S wise Dol il 62,8 Comas il Sl lajlie oy 2 S g 4ty b 4

.(J@g’-w)f/'ajﬁ C,qu,:.:j}

Vay


http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 ]

el allle G sals p Ol OS] iy (56T

94 :J'L»J NEE .,’L..wc/ [P g Jaseey) \,r‘fLA .‘;}L«Lf/ a@/‘ (..wb;v/- - V(e.cl»‘/ dolil2s

:JA;J.:.::U\)Q\JQ: 385 x\j&@u)f—%las.u:;@ﬁd e o
./LWJ:F ‘Jjﬁﬁ)‘j_}}j; mj/./b'ﬁ‘.(/j J;':/Jle:g 4.(/;)/) Cb““ﬁ:}j (J}W//p ‘;‘”jj

L;QLQ.?;-‘))AA}WJJ Lf)]: L;uLa QLQ:AA d‘jﬁib °t§"JJ‘>"""‘“‘?)| UAJ.? ‘db'uilL’

il s dile 3L OUT

R il b 5l 5 Bl a1 s el Gl s bl sl Y
Sed O Gllerl b aS col plly Gl 2 0l gl 25 (S8 53 (olew
3 Saskl LSBT s Sl (ol g o ol sl 51 s (Siles ot 8
Ao e (Bl gl B s B s Gl ot s Sl ol en oS s
oS Ol 51 S

W "'f",;dd @J.(Q.Ld 4 j,AJ..,j 4> 4lo aJ'L",Lg ‘/’"':":/"L’L)’“;.ué/j/
(el ge JolS ABTE L ol s ol

(ocko) 4 (Slay

350 pm 053 G315 3 Sl et Slo 55 (Solam G w2 LSS Sl

(/([::;;.,Lo‘}/[:j) eﬂbfjjdjj"'ULﬂfﬂ/mJ'QJf{faﬂj)
(a./l:‘x.w)/ﬂ);fgi

ARYA


http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 |

bt adllls G sy Oplaw OLS] o dinss a2t (605

T (5

94 c/‘/,o..v("r EE ;'W/‘l hsg_;;rj%r V“’L« ‘j/,o..l;j- / a./ﬁ;- V(W,o_/o/ - JWL/; doll2s

9 LS)@)L‘*’ )\ Lg\A.l;-Ja o9 bJJS B e )&.s\ 9 S_}M B et )‘ Laab‘jjl} LQLA)')}JAA.:
Ay (2 o Sy
Solow 0 Une S558 5 5 tlen 5 bl o plai 53 (Sl gl Bl 5 Ll oy i3 ¥
BE U‘}A.Xﬂ Q\)Jlﬁ ./\.\Sda d)Lﬂ)L} b eh\yL?- g)j)} L;l)) 39 L@_.:._L )L’i}L«u d‘d.)‘)ﬁ
&:».4§ [)‘)JL‘:
u’[:’;uj"f’ JJ.{JUL‘».DU"...U.:JM’[: JA:‘}.:.;CJ;.;A ML;GJ%J/,JJ/SJ}A
235580 035 Slw 4SL§J_<.:.>)>LA
(1) 35 o 405" lals ool s 51t 5 il oy (5.7 p 05 45
(45558) (4 32 o (557 ot Opolasly il (5SS il et OY)
.})‘) )“}3 )Jlﬁ u:u‘jb » U.ALS C"‘;‘f )L{ t&:a-nﬂ\ L}A.L\.a L.)‘ g_,.iLP ‘)v\.d "y &Lﬁe)‘j}u L
Dgh o (.)Lw Ol 3 Olileedysl & L;alf Cond s pl Cpomen
S 31 o3l S 5 ol LB o 8 QLS sl e 53 el iy a5k
.JJJTJG J\;”J\i \) ;J‘fb
hle el 1 (SX) cokS 5,1 s larl mle 28 5 ol bS5l 8

)Lﬁ'}bJ L;’L..VJNJ'.@{)J dwﬂumﬁ}jdét Ol ‘UK":’)L’ @bﬂ.ﬁ..a L@J‘j}\;'- JAL.;

yaq


http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 ]

ol oy aallas G 5Tl Olplogy il o i it 27 551515

sl e o O
(S Y

99 o los V608 Slianf iprmts oy Sl o olainl oli, iasi_ ale dolilas

oS O3l 5l LSSyl baesl il 6,8 5L
Gl st el o ) oS (s 5055 s 00 (sl s 5
() avydo 0,0 0 ylgs S

s e ol ele] (EalS s el o Sage 1y ible Cole i
(55C8) S o (635008 41O S Bl Bl S o oS oo o

1 SIS B s 4 bl leslee sl 53 Olsliae roeas

e ) Sy el il el e 4Bl wsy ST (S
ol (G50 e Sl iisel Gl e mle ST s 0K plesal
ek lloe izdlie 5 (Sola ool by S ame S0 48 ol b
(il
s e sl 5 3 elel Ollew 40 pllls (6Tl Cosl e Lo 0l
e gl 5o 0 lew (SN s g bl Bl Ol ge sl 5 salatl gla,Lis 0
by olo s Ui So55 by slaesl il sleldlr o Sage 51 Oleys 5 bl s
u‘iﬂ g:,\.m.a.: L5$L§ 4‘5]37- (_;Lé.litvj Ju)‘b )bé ujl" JL\;ﬁﬁ) LAbJ‘}.)L} )\ 6JL:M..) g:,\....q‘
ol o il Al ‘f/'"”u'.’éf/“'[" u}bj/...ojcfojgﬂ/»w

b dl)““t’;;‘:‘”djj‘p cwb.- Ja‘ﬂu:dji"ﬁ ML;L@,Z{‘J)M cj.<;”b S )‘


http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 |

el bt addllee (G sliils o Oolaw OLS] o digs ja i (59055

94 o/v/,o..vfr EE _,"[;;wd/( hsp_;;rj%r v“’/ﬁx 1}_&/4.:';-/ a./ﬁ;- V(W,Q_/o/ - JWL/; doll2s

1] cbjs J.’Z}w

QJ;‘;a Jﬁ/ojmw &4%-.' ez 4.,}}‘;4 R 4-‘_}> “}:’/vw//‘_}""’ J/"L"
Olgs)

:JJ\oMMJJﬂ)JKAJ::’.‘:’.A{))??"‘LA°J\};u L?f’

DS e oLl btz p s D w2, 258 o) e UL A
(A.J:‘A.w)
LT S5l e 5038 7 Geme |y OLEOULas 5 Ol (S5 Olo BISE daLits

Sydig il 5 el pab b, e 3

bl 1l Olba L3l e ate 54 25 050> Lol O gane o A3y (el o
Gletlls U olan b oagarlse alasd 5115 Laeslgils opl S5 0565 slal a5 2
ol At a oS Wsls Ol el 8 e s Sl s el (Jbo o elaxx]
RS S e S bl 5 Sl (elanl ol se Sl glas sazme gz 55 0L
el SIS T esl sl Sl a5 Ohlegy S5 kS
4 Do amaler e Sled S0 5 e (ABTL S el O 51 (Sl allas e
Cslize Al ajls 0BT slaxxl gls5l 5 5,k w2 53 ege L3E (glals Olsles
48 2 o amalr 53 gl o el 5 e 5LeiS Ty sl e SN Ol )
ol g 5 s e Al | elenn] s 4 baesl il 5 Oblew Jiles (aless
Ole (5l Jlpor o5 sloaml Sl Jal b i 53 558 0 0Ll Oy Culls o
Ol e b planl Laly; (6,8 1SS Sl mle 5 S e 2l OS5 5 Ol

AR


http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 ]

el allle G sals p Ol OS] iy (56T

94 :J'L»J NEE .,’L..wc/ [P g Jaseey) \,r‘fLA .‘;}L«Lf/ a@/‘ (..wb;v/- - V(e.cl»‘/ dolil2s

L5 o oallos Slgionleos 53 pomalledl (slas S 5 slailay sl ol ¢ o 3o AT
S S8 Oles elotnl iy e Sled S 5 Sl ol L2alS L

Ologt & Cod sl e $Led K 5 agos AETL (ot S5 e
R el sl 55 b @ o )5 gl SE oyl Al MOLLS)J S gl »
53 el Kl sls ol S S g (VIV) O 555 s b anly cpl sl
rlem malyr a4 Gl S J s 05l e B0 5 el 4 e b lesles
Sed K s rses BTG G et S St ) das e Sl 1 OF i
W 5 s A )13 Ay e OUS 53 a8 (glaly  Olsla 4 Caed analr e
3503 OUT elex! gl 5l 55 b

Loesobon b B3k 5 Sondy dul b 5o il Ol OL3Le S0 S 5m
SHlos 5 wi b (S pd pleal it a0 Sledams Sl 5 ble gledllr
S0 oL die alonsl oo o355 5 5 Ol sl 4 LIS i (glen b sl ag e o
5 lerl (ool ledlr b oagrlse 5o 0Ll e Sl 2 S (gl dide o5l
axw g 1 3950 6,85l glas al zota el Ol g;.w.\fb.u:;@ <l mles
Slasl ple Glasl s 23 st aind g om B S e A5 5 A e
35 el (ble g3lusby dul b 1 0T Ol5 o 45 Ly cpl S 15 5 doles esl il
Sl S W S0len 3 g o g sl 5 03l il bl 5 b0l slenbe 5
Slesles o Uis S35 hls glaesl gt (8 5l (Lles S oLl 50 (Y2 YY) OLSes
sl la s 5 eele bl Lol ge Jolas 4 el ¢ p0 50

i 255k a4 slaily n (golew 4 Ui S S 51 Bl e oS Wsls OLAS yoomans Laaily

1. Zhu
2. Park

vy


http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 |

. 1"t < Y . 9l o o e < alST
‘;,.Ar/,...,g /_Q-g‘ adlles O whuls O yla .,/7.3//,4 Lot jb 2 675

99 o/v/,o..vfr EE _,"[;;wd/( D e D] Jl bj/,‘;.;j-/a./ﬁl/- L},w,o_/a/ - ij/; 4ol 2s

SLib 5 Al L1 il pdde Jast 53 Olysle s e Solil Ly, 5 el
ol S S w533 e e Lpd e Jemte ) e 5 B B 5 e
55 ok Jle oS lie  Jlie 5 s e 5l OUT s 1y Sls, Segw s s SISt
53 S S 1y Sl @Bl 5 sl Selsls ledss Olpe 5l Kl e o3l
S a5l (SOl S poa ) (1810 sledl Ll aS plaesl Sl Obe
e OUS G Ol Comir Lo S 218 (6 2 Sl 5 (05505 ol b
B go 53 Lited OB el 45 1l O e OL3) o 15 oo pams L3S0 it |
S e 5055 Lodd ol U3 ,e w1 LT a5 (gla S s 13 licamd
Syd g0l

Sl Ol gmn (YIA) OLISon 5 Y s 5 (189A) 018 5 ' i 8 gl L asily o
Lol ot (S5 Sk 35t 5 il 88 3 ) (A3l ledd s oo 105 S
Lles S a4

SH3 S S 3 ege 2B Slas s plenx] mles sl 55l Ol s
Slaesl gl L b DLl 5 OLulsOlgy c0ly sl sl il la 13513 OL31 e 5 Ol ey
531 S 5 el alel 5 008 o Jas (51l b Olsews ilin 55l b S 5o
5 aes Db el sl g p) Sl el pladase s o 158l OLS| e
5o i 50l Sl S e ealb baasl gl 5 Oley Ol Joas S sE
Aaloil o O3 o Sl Cualln 55 5 (SalIS3 550 b (23l 2l 2l
b mlem 28 ) 56 (V1) 0L 5550 5 (YV) OLKas 57 slawsly

1. Quittner 2. Reilly
3. Lee 4. Law
4. Law

Y-y


http://000
http://000
http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 ]

el allle G sals p Ol OS] iy (56T

94 :J'L»J NEE .,’L..wc/ [P g Jaseey) \,r‘fLA .‘;}L«Lf/ a@/‘ (..wb;v/- - V(e.cl»‘/ dolil2s

Al ST il gl ot lsOls, glaaddstloe 5 5558l Caanl p 503 S

SL S lted g Gl mlge el s @bl glaslis (Jl-cpll
(Slss Sl 5 sl dglanil Ko lads 5o S o 5 sdoa |y baesl 5l 5 Ol ey
Syt s Sl S JaE S5 s a5 AS e 3l el sl delae LS
s e a5l Sl elesl 5 Sl sl sleis (galasl Sl o slle alius ol
Sleaies b Sleslen 5 Jb lajlis o Wlesls OLES (Y070) OlSn 5 10 selles
Ohlaw e USCin piman Sl 03 208 slaxl 5 bl oles
3l S IS am0lleans G 3l 3,k B an S (g3l 556l Sl
32 (1Y) 0L 5 "Llsl s dalonil o iiaslezel 2alS 5 Jeass 231 4553l
Ll gn 55T 5 G2 b olde 53 53l sl & Une 0555 &5 ol 0T Sl
gl Gl ZUal (ol ply s o 1Al 15 OUT elenrl &S Lk ol ol oS
5 Ohlen (SU5 cudS s 5 oltle e pl 1) 4 Llge Jb glenle
LS S Laesl sl

Olag O3l anesa o oS ool O SSle hags ool laal g pomess
Sl s3bal 5 ol (el bel s sl (ShSeass ol (sl
S ool 53k ol e lem LalSL slajbitle 5 anels PR
Solels oSl 5 ol AT (b GaaSs 3o 03 Gaw Sl 5 555 g0
S5 oS Sl oS A8 e ST s ) A4S s L 50 aul b Wl
(oo Sl AT ol 48 ol amdinr 5 dnpllsl A ol (115 Ol lacy

1. Salamon
2. Adama

vo¥


http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 |

bt adllls G sy Oplaw OLS] o dinss a2t (605

T (5

94 c/‘/,o..v("r EE ;'W/‘l hsg_;;rj%r V“’L« ‘j/,o..l;j- / a./ﬁ;- V(W,o_/o/ - JWL/; doll2s

LT slaosl gl 5 lails Ol o5 das oo 0L addlls ) s (S, by
3o (P JAKT ol Bl Ll el df:\}jb'- (838 e ledll
33 Mg B30l 5 Glosslie Glasl  anm s 5 e3lal 5 elanx! lenlos
ol el o Wl i il 6l 1 2 5038 S8 Oslay ol (S5 oS
LS

Ghls s cnl qslails p Ollas OL31e Sly o 51t 3yl s 1)) 3525 b
S slges e Olosl slast 51 OB SIS lie ol (s sl Syosilons Lox
<l OUT laesl gl 5 Ol 4 Glods o2isel 5 olem Slods a5 Ky (ol
g5 wals 5 a3l U ey silan ms SAS 5 gy el S el nl LS e
GENY) Sl sliws b dedds (6,84 5ad 3l oslizal ¢33 AL 03 S sl | Leall s
UGS el 5 e e a8 1 beasl (5 plypean canllas S Coale
G 4 015 salas s5dome Ol cpmzman )1 3m s Sa b 5 (925 Lelss
AL ok Laay 2 slal aled (23S 5 il il 5 e il st Lo

S ol 0Ll ot g sme sladiped 5 s Se e b tsls e ol gletags
wals g sbaamlas pbnil 5 OBASES 5 slas Al abe slelsle
5 (0S=AS5) oS5 sledy,y 5l eslanal kas W)l 1, Laesls ke Lgf.,\.z(wu.?
Sl S q Nl 5 e slaltle 5 el (a3 Julse S8 o
Sy e 14l Ohles 51 e ooy 51 S65 0 5

2 S s s ol Q@M;'Cwl.; «oSHlie 31 3 BU Jseal 51 s ,m
Bl e slembom 5 Glbgls 6 Se)ls ahorl Wl Gsim 5 baay, cBlaal 555
Aogly QBASES 5 b G SUs lasy bl 4 rass S, s S Calys
L aul oKty BUST waS Lo 5 5 03 g

AT


http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 ]

el allle G sals p Ol OS] iy (56T

94 :J'L»J NEE .,’L..wc/ [P g Jaseey) \,r‘fLA .‘;}L«Lf/ a@/‘ (..wb;v/- - V(e.cl»‘/ dolil2s

Sl daesls Lo (Laesls d)j@.? 35 63,5 el ol W 0B ds 5 S Lie
b s e gl ils Sl alg ases il s s Wle 4yl e Sty
s llie o8 psl s adsl Bt SIS daesls o daesls d)ﬂ@-? (5
ot b (A slelela b bslg 5 Jlo colem s tags ol i Jb s
sl 0 el G i 55 o 5 s sbas 5 el 03 S5 3L 5o

Alandls Jrags ol b bLol js wdle o)l @;CA o8 b sl

v.s


http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

References Jole %) (:,L,a

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/ref ahj.25.99.4663.1 |

- Adama, E. A., Arabiat, D., Foster, M. J., Afrifa-Yamoah, E., Runions,
K., Vithiatharan, R., & Lin, A. (2021). The psychosocial impact of rare
diseases among children and adolescents attending mainstream schools
in Western Australia. International Journal of Inclusive Education,
27(12), 1273-1286. https://doi.org/10.1080/13603116.2021.1888323

- Alibakhshi, H., Ayoubi Avaz, K., Azani, Z., Ahmadizadeh, Z., Sim-
inghalam, M., & Tohidast, S. A. (2022). Investigating the caregiver
burden and related factors in parents of 4- to 12-year-old children with
Down syndrome living in Tehran City, Iran, in 2020. Journal of Rehabili-
tation, 23(3), 434-449. [in Persian]

- Bruckner, A. L., Losow, M., Wisk, J., Patel, N., Reha, A., Lagast, H., ...
& Murrell, D. F. (2020). The challenges of living with and managing epi-
dermolysis bullosa: insights from patients and caregivers. Orphanet jour-
nal of rare diseases, 15, 1-14. https://doi.org/10.1186/s13023-019-1279-y

- Chateau, A. V., Blackbeard, D., & Aldous, C. (2023). The impact of
epidermolysis bullosa on the family and healthcare practitioners: a scop-
ing review. International Journal of Dermatology, 62(4), 459-475. https://
doi.org/10.1111/ijd.16197

- Chogani, F., Parvizi, M. M., Murrell, D. F., & Handjani, F. (2021). As-
sessing the quality of life in the families of patients with epidermolysis
bullosa: The mothers as main caregivers. International Journal of Women’s
Dermatology, 7(5), 721-726. https://doi.org/10.1016/j.ijwd.2021.08.007

- Dalvi Isfahani, F., Ali Mohammadi, N., Khosravi, N., & Pahlavan-
zade, S. (2014). The effect of a group psychotherapy training program
on stress and anxiety in caregivers of patients with multiple sclerosis
in Isfahan. Rooyesh-e-Ravanshenasi, 3(2), 31. http://www.magiran.com/
p1318544. [in Persian]

- Dénescu, S., Has, C., Senila, S., Ungureanu, L., & Cosgarea, R.
(2015). Epidemiology of inherited epidermolysis bullosa in Romania
and genotype-phenotype correlations in patients with dystrophic epider-
molysis bullosa. Journal of the European Academy of Dermatology and
Venereology: JEADV, 29(5), 899-903. https://doi.org/10.1111/jdv.12709

- Diekelmann, N. L., Allen, D., & Tanner, C. A. (1989). The NLN crite-
ria for appraisal of baccalaureate programs: A critical hermeneutic analy-
sis (Vol. 15, No. 2253). ABRAMS.



https://doi.org/10.1080/13603116.2021.1888323
https://doi.org/10.1186/s13023-019-1279-y
https://doi.org/10.1111/ijd.16197
https://doi.org/10.1111/ijd.16197
https://doi.org/10.1016/j.ijwd.2021.08.007
http://www.magiran.com/p1318544
http://www.magiran.com/p1318544
https://doi.org/10.1111/jdv.12709
http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 ]

References Seelly 9 C,Lw

- Fine, J. D., Bruckner-Tuderman, L., Eady, R. A., Bauer, E. A., Bauer, J. W,
Has, C., Heagerty, A., Hintner, H., Hovnanian, A., Jonkman, M. F., Leigh, L.,
Marinkovich, M. P, Martinez, A. E., McGrath, J. A., Mellerio, J. E., Moss, C.,
Murrell, D. F., Shimizu, H., Uitto, J., Woodley, D., ... Zambruno, G. (2014).
Inherited epidermolysis bullosa: updated recommendations on diagnosis and
classification. Journal of the American Academy of Dermatology, 70(6), 1103—
1126. https://doi.org/10.1016/j.jaad.2014.01.903

- Hashemi Golpayegani, H. (2024). Interview with Student News
Agency: Get to know the problems of patients. EB Home. Retrieved from
https://ebhome.ir. [in Persian]

- Heydari Soreshjani, M., Zahouri, S., & Davoudi Rokn Abadi, A.
(2019). Designing special clothing for epidermolysis bullosa patients us-
ing soy fibers. National Fajr Fabric Festival, Yazd, Iran. https://civilica.
com/doc/1180948. [in Persian]

- Law, E., Fisher, E., Eccleston, C., & Palermo, T. M. (2019). Psycho-
logical interventions for parents of children and adolescents with chronic
illness. The Cochrane database of systematic reviews, 3(3). https://doi.
org/10.1002/14651858.CD009660.pub4

- Lee, A. A, Piette, J. D., Heisler, M., Janevic, M. R., Langa, K. M., &
Rosland, A.-M. (2017). Family members’ experiences supporting adults
with chronic illness: A national survey. Families, Systems, & Health,
35(4), 463-473. https://doi.org/10.1037/fsh0000293

- Lincoln, Y.S. and Guba, E.G. (1985) Naturalistic Inquiry. SAGE, Thou-
sand Oaks, 289-331. http://dx.doi.org/10.1016/0147-1767(85)90062-8

- Liu, Z., Heffernan, C., & Tan, J. (2020). Caregiver burden: A concept
analysis. International journal of nursing sciences, 7(4), 438—445. https://
doi.org/10.1016/].ijnss.2020.07.012

- Mostafavi, M., Areshtanab, H., Ebrahimi, H., Vahidi, M., Amiri, Sh., &
Norouzi, S. (2020). Caregiver burden and related factors in Iranian mothers of]
children with Attention-Deficit Hyperactivity Disorder. Nursing and Midwifery
Studies, 9(3) 149-156. http://dx.doi.org/10.4103/nms.nms_83 19. [in Persian]

- Park, M., Choi, E. K., Lyu, C. J., Han, J. W., & Hahn, S. M. (2022).
Family resilience factors affecting family adaptation of children with can-
cer: A cross-sectional study. European journal of oncology nursing: the
official journal of European Oncology Nursing Society, 56, 102078. https://
doi.org/10.1016/j.ejon.2021.102078

YA


https://doi.org/10.1016/j.jaad.2014.01.903
https://ebhome.ir
https://civilica.com/doc/1180948
https://civilica.com/doc/1180948
https://doi.org/10.1002/14651858.CD009660.pub4
https://doi.org/10.1002/14651858.CD009660.pub4
https://doi.org/10.1037/fsh0000293
http://dx.doi.org/10.1016/0147-1767\(85\)90062-8
https://doi.org/10.1016/j.ijnss.2020.07.012
https://doi.org/10.1016/j.ijnss.2020.07.012
http://dx.doi.org/10.4103/nms.nms_83_19
https://doi.org/10.1016/j.ejon.2021.102078
https://doi.org/10.1016/j.ejon.2021.102078
http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

References Jole %) (:,L,a

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/ref ahj.25.99.4663.1 |

- Quittner, A. L., Opipari, L. C., Espelage, D. L., Carter, B., Eid, N., &
Eigen, H. (1998). Role strain in couples with and without a child with a
chronic illness: associations with marital satisfaction, intimacy, and daily
mood. Health psychology: official journal of the Division of Health Psy-
chology, American Psychological Association, 17(2), 112—124. https://doi.
org/10.1037//0278-6133.17.2.112

- Reilly, C., Atkinson, P., Memon, A., Jones, C., Dabydeen, L., Das, K.
B., Gillberg, C., Neville, B. G. R., & Scott, R. C. (2018). Symptoms of]
depression, anxiety, and stress in parents of young children with epilepsy:
A case controlled population-based study. Epilepsy & behavior: E&B, 80,
177-183. https://doi.org/10.1016/j.yebeh.2017.12.020

- Safari, F., & Talebpour, F. (2023). Application of fibers in medical uses
(Case study of suitable fibers for patients with epidermolysis bullosa). 13th
National Conference on Textile Engineering of Iran, Tehran, Iran. https:/
civilica.com/doc/1954610. [in Persian]

- Sajadi, H., Roshanfekr, P., Asangari, B., Zeinali Maragheh, M.,
Gharaei, N., & Torabi, F. (2011). Quality of life and satisfaction with ser-
vices in caregivers of children with cancer covered by the social work
department of the Pediatric Cancer Support Charity. Iranian Journal of|
Nursing, 24(72), 8—17. [in Persian]

- Salamon, G., Strobl, S., Matschnig, M. S., et al. (2025). The physical,
emotional, social, and functional dimensions of epidermolysis bullosa: An
interview study on burdens and helpful aspects from a patients’ perspec-
tive. Orphanet Journal of Rare Diseases, 20 (3). https://doi.org/10.1186/
$13023-024-03475-5

- Torkaman, M., & Moeini, S. M. (2021). Designing a smart hospital for|
epidermolysis bullosa (EB) patients with a biophilic design approach to
enhance satisfaction and vitality (Based on a master’s thesis). Ist Interna-
tional Conference on Architecture, Urban Planning, Civil Engineering, and|
Environment. https://civilica.com/doc/1359348 [in Persian]

- Van Manen, M. (1997). Researching lived experience: Human science for
an action sensitive pedagogy (2nd ed.). London, Ontario: The Althouse Press.

-Wu, Y. H,, Sun, F. K., & Lee, P. Y. (2020). Family caregivers’ lived
experiences of caring for epidermolysis bullosa patients: A phenomeno-
logical study. Journal of Clinical Nursing, 29(9-10), 1552—-1560. https://
doi.org/10.1111/jocn. 15209

y-q


https://doi.org/10.1037//0278-6133.17.2.112
https://doi.org/10.1037//0278-6133.17.2.112
https://doi.org/10.1016/j.yebeh.2017.12.020
https://civilica.com/doc/1954610
https://civilica.com/doc/1954610
https://doi.org/10.1186/s13023-024-03475-5
https://doi.org/10.1186/s13023-024-03475-5
https://civilica.com/doc/1359348
https://doi.org/10.1111/jocn.15209
https://doi.org/10.1111/jocn.15209
http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html

[ Downloaded from refahj.uswr.ac.ir on 2026-07-11 ]

[ DOI: 10.32598/refahj.25.99.4663.1 |

- Zhu, X., Smith, R. A., & Parrott, R. L. (2017). Living with a Rare
Health Condition: The Influence of a Support Community and Public

Stigma on Communication, Stress, and Available Support. Journal of ap-
plied communication research: JACR, 45(2), 179-198. https://doi.org/10.
1080/00909882.2017.1288292



https://doi.org/10.1080/00909882.2017.1288292
https://doi.org/10.1080/00909882.2017.1288292
http://dx.doi.org/10.32598/refahj.25.99.4663.1
http://refahj.uswr.ac.ir/article-1-4454-en.html
http://www.tcpdf.org

