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a B S t r a C t
BACKGROUND: Diagnosis of a severe condition may have a strong emotional impact on patients. Specific emotions experienced when receiv-
ing the diagnosis of a bullous disease have not been investigated.
metHoDS: adult patients diagnosed with a bullous condition were recruited through the Italian association of patients with pemphigus and 
pemphigoid (ANPPI). Information was collected online on sociodemographic and clinical data. We asked which emotions the patient experi-
enced at the time of the diagnosis, i.e., isolation, anger, confusion, sadness, despair, disregard, fear, avoidance, and challenge. also, the patients 
reported to whom they talked as soon as they had the diagnosis.
RESULTS: Data were collected on 105 patients, most of whom were affected by pemphigus vulgaris. The emotion most frequently experienced 
at diagnosis was confusion (47.6% of patients). more than 30% of patients reported sadness and fear, 12.5% anger, and 10.5% despair. a sig-
nificantly higher percentage of women than men experienced isolation and despair. Despair was more frequent in patients who were older at 
diagnosis. Patients with children experienced more sadness and despair, and less avoidance and challenge, while those who had a relative with 
a bullous disease reported less fear, and more challenge.
ConCluSIonS: Clinicians should be aware of the emotions of the patient when communicating the diagnosis of severe conditions, such as 
bullous diseases. active listening and empathy are necessary to provide patients with correct information on the disease, so that they are not 
overwhelmed with negative emotions.
(Cite this article as: Sampogna f, Battisti S, Scarpulla C, Battisti V, Cosenza f, Pulvirenti C, et al. emotions at diagnosis in patients with bullous 
diseases. Ital J Dermatol Venereol 2023;158:328-33. DoI: 10.23736/S2784-8671.23.07535-7)
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autoimmune bullous diseases are a group of rare, blis-
tering disorders involving the skin and/or mucous 

membranes.1 In the pemphigus group (i.e., pemphigus vul-
garis, pemphigus foliaceus, paraneoplastic pemphigus, Iga 
pemphigus, and paraneoplastic pemphigus) autoantibodies 
target desmosomal proteins that results in loss of cell ad-
herence between keratinocytes. In pemphigoid diseases 
(i.e., bullous pemphigoid, mucous membrane or cicatricial 
pemphigoid, linear Iga bullous dermatosis, and epider-
molysis bullosa acquisita) hemidesmosomal proteins of the 
dermo-epidermal junction are targeted, and in dermatitis 

herpetiformis, autoantibodies bind to epidermal and tissue 
transglutaminase. Bullous diseases may present with itch-
ing, hive-like welts, and blisters, at times along creases or 
folds in the skin, depending on the clinical type. the rup-
ture of blisters results in abrasions and crusting. morbid-
ity and mortality are substantial.2 these diseases impose a 
great burden on patients’ quality of life with a strong im-
pact on the physical and emotional status.3-5 a systematic 
review and meta-analysis on quality of life in pemphigus6 
showed that the greatest impairment was reported in the 
“symptoms and feelings”, and “daily activities” dimen-
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seven (63.8%) patients were women, and most of them 
(70.6%) were aged between 36 and 55 years; 74.3% had a 
partner, 74.3% attended high school or university, 73.3% 
had children, and 11.4% were smokers. Clinical character-
istics of patients are summarized in table II. most patients 
had pemphigus vulgaris, and the second most common 
condition was pemphigoid. the disease was severe/very 
severe in 52.4% of patients, and it was active in 12.4% of 
them. In the other cases it was under pharmacological or 
medical control or in remission. age at diagnosis was ho-
mogeneously distributed among the different categories, 
from less than 25 years to 65 years or higher. the most 
frequent localization at onset was the mouth, and the time 
from onset to the diagnosis was 2 years or more in 27.6% 
of cases.

The emotion most frequently experienced at diagnosis 
(table III) was confusion (47.6% of patients). then, more 
than 30% of patients reported having experienced sadness 
and fear, 12.5% anger, and 10.5% despair. a lower preva-
lence was observed for isolation, disregard, avoidance, and 
challenge. the comparison of the prevalence of the emo-
tions between men and women (figure 1) revealed that a 
significantly higher percentage of women than men expe-
rienced isolation (P=0.038) and despair (P=0.043). also, 
sadness was close to statistical significance (P=0.064). 

sions of the Dermatology Life Quality Index (DLQI), and 
the highest deterioration was reported in the role-physical, 
role-emotional, and vitality dimension of Sf-36.

the moment of the diagnosis of a life-threatening dis-
ease is an emotional time for the patient. at diagnosis, dif-
ferent emotions may arise, such as sadness, despair, fear, 
confusion, anger, or denial. Post-diagnostic psychological 
distress has been mainly studied in patients with cancer.7, 8 
In patients with pemphigus vulgaris, it was observed that 
quality of life was more impaired in the early phase of the 
disease.3 However, to our knowledge, specific emotions 
experienced in that period have not been investigated.

the aim of our study was to investigate the prevalence 
of different emotions at diagnosis in patients with bullous 
diseases, in relation to clinical and demographic variables.

Materials and methods

adult patients with bullous conditions were recruited 
through the Italian association of patients with pemphigus 
and pemphigoid (anPPI). Inclusion criteria were: having 
being diagnosed with a bullous condition by a clinician; 
age ≥18 years; signed informed consent. Data were col-
lected by anPPI through an online questionnaire. Infor-
mation was collected on sociodemographic data (age, sex, 
weight, height, education, occupation, marital status) and 
habits (smoking, alcohol). Clinical information concerned 
general health status (comorbidities and treatments for 
other conditions), and characteristics of the bullous condi-
tion (phase of the disease, severity, duration, localization). 
among several questions concerning psychological is-
sues, it was asked which emotions the patient experienced 
at the time of the diagnosis: isolation, anger, confusion, 
sadness, despair, disregard, fear, avoidance, or challenge. 
also, the patient reported to whom she/he talked as soon 
as she/he had the diagnosis: the partner, a relative, a friend, 
the physician, nobody. It was asked to the patient if she/he 
considered her/himself as confident, insecure, determined, 
joyful, introverted, or extroverted.

Categorical data were described as number and percent-
ages. Percentages were compared between subgroups of 
patients according to sociodemographic and clinical vari-
ables using Chi-square test. P value <0.05 was considered 
as significant.

Results

the study population consisted of 105 patients. Sociode-
mographic characteristics are described in Table I. Sixty-

Table I.—� Sociodemographic characteristics of the study popula-
tion of 105 patients with bullous diseases.
Variable n. %
Sex

male 38 36.2%
female 67 63.8%

age
18-35 years 5 5.9%
36-44 years 33 38.8%
46-55 years 27 31.8%
56-70 years 9 10.6%
>70 years 10 12.9%

marital status
Single 10 9.5%
With partner 78 74.3%
Separated/divorced 12 11.4%
Widow/er 5 4.8%

educational level
Primary/secondary 27 25.7%
High school 42 40.0%
university 36 34.3%

Has children
yes 77 73.3%
no 28 26.7%

Smoker
yes 12 11.4%
no 76 72.4%
Previous 17 16.2%
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Some differences in the prevalence of emotions (table IV) 
were observed for the localization on genitals (more anger, 
confusion, isolation, fear), having children (more sadness 
and despair, less avoidance and challenge), and having a 
relative with a bullous disease (less fear, more challenge). 
moreover, the feelings of isolation and fear were more fre-
quent when the lesions were on the breast or the back, and 
despair when the lesions were on the back. Despair was 
more frequent in patients who were older at diagnosis. no 
differences were observed in the frequency of emotions in 
different categories of age at onset (using both the cutoff 

Table II.—� Clinical characteristics of the study population of 105 
patients with bullous diseases.
Variable n. %
Bullous disease

Pemphigus vulgaris 79 75.2%
Pemphigoid 17 16.2%
mucous membrane pemphigus 2 1.9%
Pemphigus foliaceus 4 3.8%
epidermolysis bullosa acquisita 1 1.0%
Pemphigoid and pemphigus 2 1.9%

Disease severity
mild 12 11.4%
moderate 38 36.2%
Severe 40 38.1%
Very severe 15 14.3%

Phase of the disease
active 13 12.4%
Pharmacological control 37 35.2%
medical control, no treatment 20 19.0%
remission 35 33.3%

age at onset
≤25 years 11 10.5%
26-35 years 13 12.4%
36-45 years 27 25.7%
46-55 years 27 25.7%
56-65 years 16 15.2%
>65 years 11 10.5%

localization at onset (more answers possible)
face 22 21.0%
mouth 74 70.5%
Scalp 45 42.9%
Breast 41 39.0%
Back 47 44.8%
genitals 24 22.9%
legs 19 18.1%

time from onset to diagnosis
1 month 19 18.1%
3 months 33 31.4%
6 months 16 15.2%
1 year 8 7.6%
≥2 years 29 27.6%
Bullous disease in family 6 5.7%
other dermatologic disease 39 37.1%

Table III.—� Reactions to diagnosis in 105 patients with bullous diseases.
emotions at diagnosis 
(more answers possible) n. (%)

localization on genitals Has children relative with bullous disease
yes no yes no yes no

Confusion 50 (47.6%) 18 (75.0%) 32 (39.5%)** 36 (46.8%) 14 (50.0%) 2 (33.3%) 48 (48.5%)
fear 33 (31.4%) 11 (45.8%) 22 (27.2%)* 25 (32.5%) 8 (26.8%) 0 (0.0%) 33 (33.3%)*
Sadness 33 (31.4%) 9 (37.5%) 24 (29.6%) 28 (36.4%) 5 (17.9%)* 1 (16.7%) 32 (32.3%)
anger 13 (12.4%) 7 (29.2%) 6 (7.4%)** 10 (13.0%) 3 (10.7%) 1 (16.7%) 12 (12.1%)
Despair 11 (10.5%) 3 (12.5%) 8 (9.9%) 11 (14.3%) 0 (0.0%)** 0 (0.0%) 11 (11.1%)
Isolation 7 (6.7%) 4 (16.7%) 3 (3.7%)** 5 (6.5%) 2 (7.1%) 0 (0.0%) 7 (7.1%)
avoidance 2 (1.9%) 0 (0.0%) 2 (2.5%) 0 (0.0%) 2 (7.1%)* 0 (0.0%) 2 (2.0%)
Disregard 2 (1.9%) 0 (0.0%) 2 (2.5%) 2 (2.6%) 0 (0.0%) 0 (0.0%) 2 (2.0%)
Challenge 8 (7.6%) 1 (4.2%) 7 (8.6%) 3 (3.9%) 5 (17.9%)** 2 (33.3%) 6 (6.1%)*
*P<0.10; *P<0.05, Chi-square test.

figure 1.—Prevalence of emotions at diagnosis in men and women with 
bullous disease. *P<0.05 (Chi-square test).

Table IV.—� Prevalence of “talking with somebody at diagnosis.”
talking with somebody at diagnosis 
(more answers possible) n. (%)

Partner 60 (57.1%)
relative 25 (23.8%)
friend 11 (10.5%)
Physician 41 (39.0%)
nobody 2 (1.9%)
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Discussion
In this study we observed that patients with bullous diseases 
experienced different emotions when receiving the diag-
nosis of the disease. the emotion that was reported more 
frequently was confusion, followed by sadness and fear. 
There is not a unique definition of “emotion”, and this word 
is often used as a synonym of “feeling.” emotions precede 
feelings. they originate in the subcortical regions of the 
brain, the amygdala, and the ventromedial prefrontal cor-
tices, while feelings originate in the neocortical regions of 
the brain. emotions are associated to the body, while feel-
ings to the mind. Paul Ekman defined emotions as “a pro-
cess, a particular kind of automatic appraisal influenced by 
our evolutionary and personal past, in which we sense that 
something important to our welfare is occurring, and a set 
of psychological changes and emotional behaviors begins 
to deal with the situation.” Different classifications of emo-
tions have been proposed. according to Paul ekman,9 there 
are six basic emotions: anger, disgust, fear, sadness, surprise, 
and enjoyment. In the present study, we investigated three 
of those primary emotions, which could possibly originate 
at the time of the diagnosis of a severe condition, i.e., as 
anger, fear, and sadness. According to the classification by 
Shaver et al.,10 despair and isolation are secondary emotions 
of sadness. Confusion happens when people face something 
unknown or difficult to understand. It has been defined has 
a knowledge emotion,11 since it appears when something 
unexpected or believed happens, but at the same time it is 
fundamental to learning. Challenge arises from a negative 
experience, however it may be considered a positive emo-
tion, since it represents the possibility to attain a goal.

When receiving a diagnosis of a life-threatening illness 
or a chronic disease, patients may be flooded with a wide 
variety of emotions. on one side, the patient may emotion-
ally break down and experience sadness and despair. On 
the other side, reactions such as anger and challenge may 
arise, and help cope with the stress caused by the diagno-
sis. Defense mechanisms can also be put in place, such as 
removal, denial, and avoidance. the diagnosis of a severe 
condition may be seen as a type of grief. It is the loss of 
health and independence, it may result in the loss of work 
abilities and of a normal social life and may also involve 
the loss of the usual physical appearance.

autoimmune bullous disorders are severe, life-threat-
ening conditions, that may strongly impair social life and 
body image.12 At the time of diagnosis, despite the expla-
nations of the clinician, the course and the consequences 
of the disease are still unknown for the patient. He/she has 
experienced symptoms and quality of life impairment but 

of 35 and 45 years), diagnosis, time from onset to diagno-
sis (≥2 vs. <2 years), disease severity (severe/very severe 
versus mild/moderate), and in patients with pemphigus 
vulgaris compared to pemphigoid (results not shown). 
When receiving the diagnosis, patients often talked with 
the partner (57.1%) or with the physician (39.0%), and less 
frequently with a relative or a friend. men talked about 
the diagnosis with their partner more often than women 
(figure 2), while women tended to talk more with a rela-
tive or the physician. as to personality traits, 23.8% of 
patients defined themselves as confident, 18.1% insecure, 
32.4% determined, 19.0% joyful, 16.2% introverted, and 
24.8% extroverted. Emotions experienced by patients with 
different personality characteristics (figure 3) were not 
particularly dissimilar. However, joyful people reported 
more frequently confusion, extroverted patients reported 
less frequently fear, and determined people reported less 
frequently fear and sadness, and more often challenge.

figure 2.—Prevalence of “talking with somebody at diagnosis” in men 
and women with bullous disease. *P<0.05; **P<0.01 (Chi-square test).

figure 3.—Prevalence of emotions according to patients’ personality 
characteristics.
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sis may be not accurate. However, a strong emotion tied to a 
significant traumatic event in life is generally remembered 
with adequate precision also after a long time. another lim-
itation is that data were collected through an online survey, 
and thus clinical information was reported by the patients.

Conclusions

In conclusion, when communicating a diagnosis of a se-
vere condition, such as a bullous disease, it is important to 
be aware of the emotions of the patient. this is necessary 
also since emotional states may interfere with processing 
of information. the clinician should ensure that the patient 
gets correct information on the disease and that she/he is 
not overwhelmed with emotions. this can be achieved by 
active listening, which is at the basis of a good patient-
clinician communication.
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