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TOM TAT

Muc tiéu: Nghién ctru nham xéac dinh chat luong cudc séng (CLCS) & bénh nhan
pemphigus qua thang diém ABQoL va tim hiéu mdi lién hé giita diém s6 nay voi
murc do hoat dong bénh danh gia bang chi s PDAL

Poi twong va phwong phap: Nghién ciru cit ngang trién khai trén 57 bénh nhéan
pemphigus thong thudng c6 biéu hién ton thuong niém mac dang diéu tri tai Bénh
vién Da liéu TW tir thang 3/2023 dén thang 12/2024. Muc dd nang cua bénh dugc
luong hoa bang chi sé PDAL CLCS dugc danh gia dya trén bang cau hoi ABQoL.
Két qua: Nir gidi chiém ty 18 70,2% trong mau nghién ciru. Ton thuong niém mac
gip nhiéu nhat tai ving miéng (56,1%), tiép dén 1a da va vung sinh duc (lan luot
43,8% va 40,3%). Piém ABQoL trung vi 1a 30 (IQR: 23-36). Hau hét cic ndi dung

cua ABQoL déu ghi nhan anh hudéng & nhiéu muac do khac nhau, trong do ndi bat 1a
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dau (78,9%), khé khan khi v¢ sinh c& nhan (78,9%), han ché trong an uéng (89,5%),
cling nhu cam giac lo au hodc khé chiu (82,5%). O nhém c6 ton thuong niém mac,
cac triéu chimg nhu dau (86,0%), chay mau (57,9%) va han ché in ubng (89,5%).
Piém ABQoL gitta bénh nhan c¢6 va khong c6 ton thuong da khong cé khac biét co
¥y nghia thong ké vé (p = 0,586). Phan tich twong quan cho thay diém ABQoL c6 mbi
lién h¢ thuan mirc trung binh v1 PDAI téng (R =10,561) va PDAI niém mac (R =
0,429, p <0,001).

Két luan: Sy hién dién cta ton thvong niém mac & bénh nhan pemphigus ¢ lién
quan dén suy giam chat luong cudc séng, dic biét thong qua dau va han ché dn udng.
Thang do ABQoL chtng to tinh hitu ich trong viéc phan 4nh ganh niing bénh va hd
trg danh gia chinh xac muc do anh huong ciia ton thuong niém mac 1én doi song
nguoi bénh

T khéa: ABQoL, chdt lwong cudc séng, pemphius thong thuwong,

1. PAT VAN PE

Pemphigus 1 nhom bénh bong nudc ty mién dic trung béi hién tugng ly gai trong
thuong bi do tu khang thé chéng lai desmoglein 1 va 3. Hau qua 1a sy hinh thanh
cac bong nudc nong, dé vd, trgt da — niém mac gay dau rat.'> O bénh pemphigus,
t6n thuong niém mac miéng thudng khoi phat som, gy dau kéo dai, chay mau, kho
an nhai va giao tiép. Pau va kho chiu khi an udng ¢ nhom bénh nhan nay 13 yéu t6
quan trong gop phan 1am giam chat lugng cudc séng (QoL).**

Trong quan Iy bénh da man tinh, danh gia QoL ngay cang dugc xem 14 thanh t6 thiét
yéu bén canh céac chi s hoat dong bénh. Cac thang do nhu PDAI hoidc ABSIS gitp
lwong héa muc d6 tén thuong, song chua phan 4nh day du cac vin dé nhu dau, han
ché hoat dong hay anh huong tam 1y.6® Mot sd nghién ctru cho thdy bénh nhéan

pemphigus c6 di€m chat lugng cudc song & muc anh hudng nang ngay ca khi dién
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tich ton thuong khong qua rong, nhdn manh rang chi dwa vao chi s 1am sang la chua
du dé danh gia toan dién ganh ning bénh.*S Trong da lidu, Dermatology Life Quality
Index (DLQI) 13 cong cu pho bién dé danh gia anh hudng cua bénh da 1én sinh hoat
va cam xuc; tuy nhién, do khong dugc thiét ké riéng cho bénh bong nudc tu mién,
DLQI ¢6 thé bo sét nhimg van dé dic thu nhu dau do trot niém mac, khé dn nhai
hodc chay mau.”® Nham khic phuc han ché ndy, Sebaratnam va cong su (2013) da
phét trién thang Autoimmune Bullous Disease Quality of Life (ABQoL), ¢ong cu
chuyén biét cho bénh bong nudc ty mién. ABQoL cho thay twong quan mirc do vira
voi1 cac thang do chung nhung nhay hon trong phéan biét bénh hoat dong va 6n dinh,
déng thot dat do tin cay ndi tai cao (Cronbach’s alpha 0,84—0,90) va do lap lai tot &
nhiéu quan thé.>'° Hon nira, phan 16n dir liéu hién c6 dén tir chau Au va Bic My,
trong khi tai chau A va Viét Nam, nghién ctru vé ABQoL con han ché va chua danh
gia hé thong mdi tuong quan gitta ABQoL va PDAI ¢ bénh nhan c6 ton thuong niém
mac.
Nghién ctru nay nham lam rd ganh ning QoL & nhoém bénh nhan nay, déng thoi phan
tich mdi lién quan gitra ABQoL va muc d6 hoat dong bénh theo PDAI, qua do ho tro
dinh hudng quan 1y va theo doi bénh.
2. POI TUQNG VA PHUONG PHAP
2.1. Poi twong nghién ciru
Go6m 57 bénh nhan duge chan doan x4c dinh pemphigus thé thong thuong.'' Céc tiéu
chi Irra chon bao gém: bénh nhan tir 18 tudi trd 18n; co chan doan pemphigus xac
dinh; dang c6 ton thuong niém mac tai thoi diém khao sat; va c6 kha ning giao tiép,
doc hiéu ciling nhu ty hoan thanh bang cau hoi nghién ctru. Trudc khi tham gia, nguoi
bénh dugc cung cap day du thong tin vé& muc tiéu va quy trinh nghién ctru, dong thoi
ky van ban dong thuan tham gia.

Nhiing truong hop cé tién sir rdi loan tdm than, suy giam nhan thirc hoic bat ky tinh
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trang strc khoe nao cé thé anh huong dang ké dén kha nang hiéu va tra 1oi bang hoi
déu khong dugc dua vao phan tich.

2.2. Phuwong phap nghién ciru

Nghién ctru dugce thiét ké theo dang cit ngang, tir thang 3 nim 2023 dén thang 12
nam 2024 tai Bénh vién Da liéu TW

Murc 6 hoat dong bénh dugc xac dinh béng chi s6 Pemphigus Disease Area Index
(PDAI).*>'2 PDAI bao gom ba thanh phan: diém ton thuong da, diém ton thuong niém
mac va tong diém toan thé, cho phép luong hdéa mirc d6 lan rong va hoat tinh bénh
mot cach hé théng.

Chéat luong cudc song lién quan dén stc khoe duoc do ludng bang thang
Autoimmune Bullous Disease Quality of Life (ABQoL), cong cu chuyén bi¢t danh
cho nhom bénh bong nudc tr mién. ABQoL gém 17 muc hoi, phan anh da chiéu cac
linh vuc bi anh huéng bdi bénh, bao gom triéu chimg co ning (nhu dau, ngira), tinh
trang lanh thuong, kha nang thyc hién sinh hoat c4 nhan, ché d6 an uéng, cling nhu
cac khia canh tam ly — xa hd1 nhu lo au, tram cam, quan h¢ c4 nhan va hoat dong
nghé nghiép. Mdi muc duge chdm theo thang Likert bon mirc (0-3 diém) dya trén
tan sut xuét hién cua van de, voi téng diém dao dong tur 0 dén 51; diém sb cao hon
biéu thi mtrc d6 suy giam chat luong cudc séng nghiém trong hon.'

Dt li€u l1am sang va diém sd tir bang hoi dugc ghi nhan va nhap vao co sé dir li¢u dé
xtr Iy bang phan mém SPSS phién ban 23.0.

2.3. Dao dirc nghién ctru

Nghién ctru dugce tién hanh phu hop véi cac nguyén tic dao dirc trong nghién ctru y
sinh hoc trén ngudi. Nguoi tham gia duoc bao dam quyén tu nguyén, cé thé tir chdi
hoic rat lui khoi nghién ctru bt ky thoi diém nao ma khéng anh huéng dén qua trinh
diéu tri. TAt ca thong tin ca nhan dugc ma hoéa va chi st dung cho muc dich nghién

ctru khoa hoc. Dé tai di duoc Hoi déng Pao dtc trong Nghién ctru Y sinh hoc cta
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Truong Pai hoc Y Ha Noi phé duyét theo Quyét dinh s6 838/GCN-HPDDNCY SH-

DHYHN ngay 27/03/2023
3. KET QUA
Bing 1. Pdc diém nhdn khdu hoc va ldm sang ciia nguoi bénh pemphigus thong
thuwong
Dic diém n=57
Tuoi, trung vi (IQR) 52 43 — 65
Gidi tinh Nir 40 70,2
(n, %) Nam 17 29,8
Tudi khéi phat, trung vi (Q'1, Q3) 51,0 | 38,5-60,5
S6 1an nhép vién, trung vi (Q1, Q3) 1 0-1
n %
Thoi gian mac bénh (thing), trung
vi(Q'1,Q3)
3 2-13
Vi tri Niém mac don thuan 6 10,5
' Cadavaniémmac | 51 | 89,5
PDAI chung 28 20-36,5
PDAI, Trung vi (Q1, Q3) PDAI da 20 10-30
PDAI niém mac 6 4-10
Piém ABQoL 30 23-36,0

Nhan xét: Trong tong sd 57 bénh nhan pemphigus thong thuong dugc khao sat, do
tudi trung vi 1a 52 (IQR: 43—65), véi tudi khai phat trung vi 51,0 (IQR: 38,5-60,5).

Nit gi6i chiém ty 1& cao hon dang ké (70,2%) so v6i nam gidi (29,8%).

Thoi gian mac bénh trung vi 13 3 thang (IQR: 2—13), va sb 1an nhap vién trung vi 1a 1

(IQR: 0—1). Phin 16n nguoi bénh c6 ton thuong déng thoi ¢ da va niém mac (89,5%),

trong khi nhém chi c6 ton thuong niém mac chiém 10,5%.Diém PDAI tng trung vi
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1a 28 (IQR: 20-36,5), trong d6 PDAI da va PDAI niém mac lan luot 1a 20 (IQR: 10—
30) va 6 (IQR: 4-10). Piém trung vi ABQoL 1a 30 (IQR: 23-36), phan anh mirc do
anh huong dang ké ciia bénh dén CLCS.

Tilé

Sinh duc hdu mon =———— 5.8
Thanh sau hau hong 0
Mol e 338.6
San miéng 0
Luoi o0
Loi dugl e 35
Loitrén —o— 40.3
Khau cai mém 0
KhAau cai CUNG I — 438

Ma 56.1
Ml s 17.5
M4t === 35

0 10 20 30 40 50 60

Biéu @6 1: Ti 1& phan bd thuong ton niém mac ciia bénh nhan pemphigus thong
thuong q
Nhén xét: Ton thuong ni€ém mac trong nhom bénh nhan pemphigus thong thuong

phan bd khong dong déu giira cac vi tri giai phau. Vi tri thudng gip nhat 1a niém mac
ma, chiém 56,1%. Tiép theo 1a khau cai cimg (43,8%), 1oi trén (40,3%), moi (38,6%)
va ludi dudi (35%). Cac vi tri it gap hon bao gdm miii (17,5%), ving sinh duc — hau

moén (15,8%) va mit (3,5%).
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Biéu d6 2: CLCS bénh nhén pemphigus thong thwong qua 17 cdu héi trong thang
diém ABQoL

Nhan xét: Theo 17 cau héi lién quan t6i chat luong cudc song déu co bénh nhan bi
anh huong ttr mire d0 it ti nhidu boi tit ca cac van dé (cac van dé bi anh hudng nhiéu
1a cac van dé vé dau (78,9% trong d6 17,5% ludn ludn dau, 43,9% thinh thoang dau
va 14,0% it khi dau), gap kho khan khi tam rira chiém 78,9% (trong d6 ludn ludn anh
hudng 13 17,5%, thinh thoang 14 49,1% va it khi 1 12,3%), lo lang/khong thoai méi
chiém 82,5% trong d6 ludn ludn lo lang chiém it 12,3%, thinh thoang 13 24,6% va it
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khi 13 45,6%. Thuong t6n niém mac miéng gy dau cho hiu hét cac bénh nhan
(86,0%) trong do it khi dau 1a 28,1%, thinh thoang dau 1a 31,6% va ludn ludn dau 1a
26,3%. C6 75,4% bénh nhan bi danh hudng téi hoat dong xa hoi va cong viéc/hoc tap.
Vén d it bi anh hudng 1a hoat dong tinh duc (33,3%), bi ki thi (40,4%).
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Biéu d6 3 : So sanh thang diém ABQoL theo tinh trang thwong ton da

Nhdn xét: Khong ghi nhan sy khac biét co ¥ nghia thong ké vé diém ABQoL giita
nhém ngudi bénh cé tén thuong da va nhoém khong c6 tén thuong da (p = 0,586;
kiém dinh Spearman).

4A
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Méi twrong quan gitra diém ABQoL va PDAI niém mac
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4C
Biéu dd 4: Panh gia mdi twong quan diém ABQoL theo diém PDAI
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(4A. Moi twong quan ciia diém ABQoL véi diém PDAI da;, 4B. Moi twong quan ciia
diém ABQoL véi diém PDAI niém mac; 4C. Méi tiwong quan ciia diém ABQoL véi
diém PDAI tong)

Nhdn xét: Phan tich cho thay diém ABQoL c6 mdi lién hé dong bién voi muc do
nang cuia bénh theo chi s6 PDAL Cu thé, hé s6 tuong quan gitra ABQoL va PDAI
dalaR=0,561 (p <0,001), gitta ABQoL va PDAI niém mac la R = 0,429 (p <
0,001), va manh nhét 13 giira ABQoL va PDAI tong vi R = 0,711 (p < 0,001).
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Biéu d6 5: So sanh diém trung vi ABQoL theo mirc d§ ning ciia bénh
Nhdn xét: Phan tich cho thay diém trung vi ABQoL khac nhau cé y nghia giita ba
muc do bénh. Nhém bénh ndng ghi nhan diém ABQoL cao nhat, tiép theo 1a nhom
murc do trung binh va thap nhat & nhom bénh nhe (p < 0,001).
4. BAN LUAN

Bénh pemphigus thong thuong 13 bénh bong nudc ty mién man tinh, ton
thuong c6 thé xuét hién ¢ da, niém mac hoic phdi hop ca hai vi tri. Nhiéu nghién
ctru ghi nhan niém mac, dac biét 1a niém mac miéng, thuong 1a vi tri khoi phat sém

va chiém ty 1é cao trong giai doan dau ciia bénh, dao dong khoang 50-70% trudng
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hop. Ngoai khoang miéng, bénh con cé thé lan tdi cac niém mac khac nhu két mac,
thuc quan hay co quan sinh duc — tiét niéu.5”

Xét vé phan bo ton thuong, 89,5% bénh nhan c6 biéu hién phdi hop da va niém
mac, trong khi 10,5% chi c6 ton thuwong niém mac, phan anh kiéu hinh 1am sang dién
hinh ctia bénh pemphigus thong thuong véi khéi phat niém mac va lan rong ra da
trong dién tién bénh. Nghién ctru tai Trung Pong va chau A ciing ghi nhan ty 1é ton
thuong niém mac rat cao, dao dong 70-90%, trong d6 kiéu ton thuong phdi hop
chiém wu thé. Theo Paradisi va cong su (2009), phan 16n bénh nhan bénh pemphigus
c6 tén thuong niém mac miéng va hau hong gy dau kéo dai, kho an udng va sut can,
qua d6 gop phan dang ké vao suy giam chitrc ning va chat luong séng.® Ty 18 ton
thuong don thuan & niém mac twong ddi thip trong nghién ctru nay co thé lién quan
dén tiéu chuan chon miu (bénh nhan diéu trj ndi tri v6i muc do nang hon) cling nhu
thoi diém danh gia, khi da sb truong hop di vuot qua giai doan khai phat ban dau.
Hon nira, theo Krain va cong sy (2019), nhém bénh nhén cé ton thuong niém mac
thuong ghi nhan mdi twong quan manh hon giita PDAI va diém ABQoL so v6i nhém
khong c6 ton thuong niém mac, nhan manh vai tro trung tam cua ni€ém mac trong
ganh nang bénh tat.!*

Céc két qua hién tai nhin chung pht hop véi y van qubc té. Theo Shamim va
cong su (2013), trong 71 bénh nhan pemphigus thong thudng tai An P9, niém mac
ma 13 vi tri thuong gap nhat (90,14%), tiép theo 1a khau cai va moi (50,70%), ludi
(28,17%) va loi (21,12%)."* Tuong tu, Ruocco va cong sy (2021) trong mdt tong
quan hé théng di ghi nhan khoang 90% bénh nhan pemphigus thong thuong cé ton
thuong miéng, v6i niém mac ma va khau ci 12 hai vi tri ph6 bién nhat.'® Nhiing khac
biét vé ty 1€ cu thé gilta cac nghién ctru co6 thé do khéac nhau vé ¢& mau, dic diém dan
s6 (vi du yéu t HLA) va thoi diém danh gia bénh (giai doan khoi phat so véi toan

phat).1>'7
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DPdi véi cac vi tri ngoai khoang miéng, ty 1€ ton thuong miii, sinh duc — hau
mon va mit & mirc thip trong nghién ctru nay twong d6i trong ddng véi nhiéu bao
cao trudc do. Tuy nhién, Masafumi va cong su (2017) khi st dung ndi soi da phat
hién ton thuong mili — hau hong véi ty 1é cao hon, phan 16n khong triéu chimg, goi
y rang phuong phap khao sat c6 thé anh hudng dang ké dén ty 1¢ phat hién.'® Vé ton
thuong mét, Maryam va cong su (2014) ghi nhan ty 1& khoang 16,5%, chu yéu la
viém két mac nhe, cao hon so véi két qua hién tai nhung nhin chung van dugc xem
la it gap."”

Pang cha y, diém ABQoL trung vi 30 (IQR: 23-36) cho thiy mtrc d suy giam
chat lugng song nhiéu hon rd so voi nghién ctru ban dau ciia Sebaratnam va cong sur
(2013), trong d6 diém ABQoL trung binh & bénh nhan bénh pemphigus khoang 11,5
khi da sé bénh nhan ¢ giai doan lui bénh. Theo Sebaratnam va cong su (2013)%1,
ABQoL c6 tuong quan murc d6 vira vdi DLQI va SF-36 nhung chi twong quan thap
dén vira voi PDAI, cho thdy ganh nang chat luong séng khong hoan toan song hanh
vo1 muce do hoat tinh bénh khach quan. Tuy nhién, theo Krain va cong su (2019), su
thay doi cuia PDAI c6 twong quan manh voi thay doi cia ABQoL, dic biét & bénh
nhén co tén thuong niém mac, nhan manh réng khi bénh & giai doan hoat dong, cai
thién 1am sang c6 thé nhanh chong chuyén thanh cai thién chat lugng song.'* Diém
ABQOoL cao trong nghién ctru nay nhiéu kha ning phan anh su két hop gitra mutrc d6
bénh nang, ty 1¢ tén thuong niém mac cao va c6 ca bénh nhan noi trt, noi ngudi bénh
thuong phai d6i mit véi dau kéo dai, han ché chirc ning va ganh ning diéu tri.

Méi twong quan ddng bién giira diém ABQoL va PDAI tong (R = 0,711; p <
0,001) cho thdy mdi lién hé manh gitta mic d6 hoat dong bénh va suy giam chat
lugng cudc séng & bénh nhan pemphigus thong thudng. Pong thoi, twong quan &
murc trung binh dén manh vé6i PDAI da (R = 0,561) va PDAI niém mac (R = 0,429)

tiép tuc khang dinh rang khi t6n thuong 1am sang gia ting, ganh ning cam nhan cia
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nguoi bénh cling tang theo. Pac biét, h¢ s6 cao nhat & PDAI téng cho théy viéc lugng
hoa toan b hoat dong bénh phan anh sat hon tac dong thuc té 1én doi séng nguoi
bénh so véi timg thanh phan riéng 1¢é.

Vé y nghia 1am sang, méi twong quan manh gitra ABQoL va PDAI tong cho
thady ABQoL 1a cong cu nhay trong danh gia tac dong ctia bénh va co thé hd tro theo
ddi dap tmg diéu tri. Trong thuc hanh, diéu nay ham y rang cai thién PDAI ¢6 kha
ning di kém cai thién chat luong cudc séng, tir d6 gitp uu tién can thiép & nhom
bénh nhan c6 diém cao. So vdi cac thang do chung, tinh dic hiéu caa ABQoL ddi
v6i bénh bong nude ty mién gop phan ting gia tri ing dung trong pemphigus thong
thuong. Két qua nay twong dong véi cac nghién ctru qudc té. Theo Krain va cong su
(2019), thay d6i cia PDAI c6 twong quan manh voi thay d6i cia ABQoL (r = 0,60
toan bd mau; r = 0,67 & nhoém cb tdn thuong niém mac), cing cd vai tro caa PDAI
trong du bao cai thién chat luong song.' Trong khi d6, Sebaratnam va cong sy (2013)
khi phat trién va kiém dinh ABQoL d4 ghi nhan d¢ tin cay cao (ICC = 0,93) va mdi
tuong quan hoi tu véi cac thang do 1am sang, cho thdy cong cu ndy phan anh thyc
chat ganh nang bénh.>'° Ngoai ra, Mohebi va cong su (2020) bao céo twong quan &
muc trung binh gitra PDAI va ABQoL (r =—0,385; p <0,001), khac d4u do céch tinh
diém nhung twong duong vé cuong do, qua do tiép tuc khang dinh kha ning du bao
ciia PDAI dbi véi chat lugng séng.?’ Nguoc lai, nghién ciru tai Malaysia (2022)
khong ghi nhan twong quan dang ké, c6 thé do quan thé bénh cha yéu & mic do nhe
(PDALI trung binh thép), nhan manh vai trd cia mic do hoat dong bénh trong viéc
quyét dinh 6 manh cta méi lién hé nay.?!

Su khac biét gitra tuong quan véi PDAI da va PDAI niém mac cling dang chu
y. Hé s6 thdp hon & PDAI niém mac c6 thé phan 4anh dic diém triéu chimg: tén
thuong da thuong gy anh huong truc tiép dén hinh anh co thé va tuong tac xa hoi,

trong khi ton thuong niém mac tac dong gian tiép thong qua dau va han ché an udng.
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Theo Krain va cong su (2019), mic du ABQoL c¢6 cac muc hoi lién quan truc tiép
dén niém mac, mac d6 bién thién ctia PDAI niém mac & bénh 6n dinh tuong ddi thép,
tor do6 lam giam cudng do tuong quan. Hon nira, kha nang thich nghi ctia bénh nhan
v6i ton thuong niém mac man tinh ciing c6 thé 1am giam anh huong chi quan so véi
ton thuong da lan toa.'*

Véi vu diém vé tinh nhay va d6 dic hiéu trong bénh pemphigus, ABQoL duoc
ky vong s& ngay cang duoc sir dung nhiéu trong thuc hanh 1am sang ciing nhu nghién
ctru. Cong cu nay khong chi hd tro lugng hda mirc dd anh hudng ciia bénh tai mot thoi
diém nhat dinh ma con co gid tri theo ddi dién tién qua cac giai doan va danh gia dap
g v6i cac phuong phap diéu tri khac nhau, tir liéu phap kinh dién dén thudc sinh
hoc. Viéc ap dung thuong quy ABQoL c6 thé gop phan chuyén trong tim cham séc
tir tiép can thuan tay dua trén ton thuong 1am sang sang mo hinh quan 1y toan dién,
1y ngudi bénh 1am trung tam, dic biét trong nhom bénh da bong nude t mién ¢ dién
bién bénh kéo dai va anh hudng nhiéu dén chat luong séng.

5. KET LUAN

Chat luong cudc song & bénh nhan pemphigus c6 ton thuong niém mac bi suy giam
dang ké. Ton thuong ni€ém mac, dac biét tai khoang miéng, 1a yéu t5 chinh lam gia
ting ganh ning bénh. Piém ABQoL tuwong quan chit v6i mirc do hoat dong bénh theo
PDALI, cho thay cong cu nay phan anh tot mirc d6 naing toan thé. ABQoL c6 gié tri (mg
dung cao trong theo doi va quan 1y pemphigus thong thuong.

Cam két khong xung dot loi ich
Nhom tac gia cam két khong xung dot loi ich tir két qua nghién ctru
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SUMMARY

Original research
ASSESSMENT OF QUALITY OF LIFE OF PATIENTS WIH PEMPHIGUS VULGARIS

AND MUSOSAL INVOLMENT USING THE ABQoL
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ABSTRACT

Objective: This study aimed to assess quality of life (QoL) in patients with
pemphigus using the Autoimmune Bullous Disease Quality of Life (ABQoL)
instrument and to examine the association between ABQoL scores and disease

activity measured by the Pemphigus Disease Area Index (PDAI).

Methods: A cross-sectional study was conducted on 57 patients with pemphigus
presenting with mucosal involvement who were treated at the National Hospital of
Dermatology and Venereology between March 2023 and December 2024. Disease
severity was quantified using the PDAI, including cutaneous, mucosal, and total

scores. Quality of life was evaluated using the 17-item ABQoL questionnaire.

Results: Female patients accounted for 70.2% of the study population. Mucosal

involvement was most frequently observed in the oral cavity (56.1%), followed by
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skin and genital involvement (43.8% and 40.3%, respectively). The median ABQoL
score was 30 (IQR: 23-36). Most ABQoL items reflected varying degrees of impact,
with pain (78.9%), difficulty with personal hygiene (78.9%), dietary restrictions
(89.5%), and anxiety or discomfort (82.5%) being the most commonly reported
1ssues. Among patients with mucosal involvement, pain (86.0%), bleeding (57.9%),
and eating limitations (89.5%) were prominent. No statistically significant difference
in ABQoL scores was observed between patients with and without skin involvement
(p = 0.586). Correlation analysis demonstrated a moderate positive association
between ABQoL scores and total PDAI (R = 0.561) as well as mucosal PDAI (R =
0.429, p <0.001).

Conclusion: The presence of mucosal involvement in patients with pemphigus was
closely associated with impaired quality of life, particularly through pain and dietary
restrictions. The ABQoL instrument proved useful in capturing disease burden and

accurately reflecting the impact of mucosal lesions on patients’ daily lives.

Keywords: ABQoL, pemphigus vulgaris, quality of life.



