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Abstract

BACKGROUND

Stigmatization is the separation of an individual from a group due to aspects that
make them different. Resilience may in turn influence the perception of stigma.
Patients with inflammatory bowel disease (IBD) are susceptible to stigma,
although data are very limited.

AIM

To validate an Italian translation of the IBD perceived stigma scale (PSS) in
relation to patients’ resilience.

METHODS

Consecutive IBD outpatients were prospectively enrolled (December 2018-
September 2019) in an Italian, tertiary referral, IBD center. Clinical and
demographic data were collected. Stigma and resilience were evaluated through
the IBD-PSS and the 25-item Connor-Davidson Resilience Scale, respectively. The
International Quality of Life Assessment Project approach was followed to
translate the IBD-PSS into Italian and to establish data quality. Higher scores
represent greater perceived stigma and resilience. Multivariable analysis for
factors associated with greater stigma was computed.

RESULTS
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Overall, 126 IBD patients (mean age 46.1 + 16.9) were enrolled. The International
Quality of Life Assessment criteria for acceptable psychometric properties of the
scale were satisfied, with optimal data completeness. There was no ceiling effect,
whilst floor effect was present (7.1%). The discriminant validity and the internal
consistency reliability were good (Cronbach alpha = 0.87). The overall internal
consistency was 95%, and the test-retest reliability was excellent 0.996. The
median PSS score was 0.45 (0.20-0.85). Resilience negatively correlated with
perceived stigma (Spearman’s correlation = -0.18, 95% confidence intervals: -0.42-
0.08, P =0.03).

CONCLUSION
We herein validated the Italian translation of the PSS scale, also demonstrating
that resilience negatively impacts perceived stigma.

Key Words: Crohn’s disease; Quality of life; Stress; Ulcerative colitis

©The Author(s) 2021. Published by Baishideng Publishing Group Inc. All rights reserved.

Core Tip: We have here validated an Italian version of the Perceived Stigma Scale for
patients with inflammatory bowel disease. We have also found that resilience levels
negatively correlated with perceived stigma. This is the first study assessing this issue
in patients with inflammatory bowel disease.
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INTRODUCTION

Stigmatization is defined as the societal identification of an individual as abnormal
and worthy of separation from the group, leading to discrimination and loss of their
social status[1]. It has been reported that inflammatory bowel disease (IBD) is
susceptible to stigmatization, not only because of the taboo around its symptoms, but
also due to the assumption of being a psychosomatic condition affecting people
because of their “obsessive behavior”[2] and because it affects sexual life[3]. Stigmat-
ization in IBD patients was reported to be as high as 84%, regardless of disease activity
[4].

An important aim of taking care of chronic patients should be the improvement of
their quality of life (QoL), taking into account the social context and their needs[5].
Nonetheless, it emerged from a recent review that the burden of stigmatization in IBD,
and the ability to positively cope with the disease (i.e. resilience), are not adequately
addressed by clinicians[6]. In IBD patients, resilience has been found to be influenced
by individual characteristics, including age, sex, and employment status and to
influence positively the disease prognosis[7-9]. Stigma can be evaluated through the
use of different scales, including the IBD perceived stigma scale (PSS)[10], which has
been adapted and used in IBD patients[11]. Similarly, resilience can be measured
through the Connor-Davidson resilience scale (CD-RISC), a 25-item self-administrated
scale exploring different aspects related to the individual ability to cope with adversity
and stress[12]. The CD-RISC was initially designed for psychiatric American patients,
and it has now been translated into more than 70 languages, being the most widely
used resilience scale in a variety of conditions[13].

The first study looking into perceived stigma in IBD showed that functional
impairment was mainly due to IBD patients” psychological dimension rather than to
their physical one. They also reported that patients with Crohn’s disease (CD) had a
higher degree of perceived stigma than patients with ulcerative colitis (UC)[14]. While
perceived stigma is difficult to address and modify, resilience is responsive to

6648 October 21,2021 | Volume?27 | Issue39 |


http://creativecommons.org/Licenses/by-nc/4.0/
http://creativecommons.org/Licenses/by-nc/4.0/
http://creativecommons.org/Licenses/by-nc/4.0/
https://www.wjgnet.com/1007-9327/full/v27/i39/6647.htm
https://dx.doi.org/10.3748/wjg.v27.i39.6647

Article in press: October 11, 2021
Published online: October 21, 2021

P-Reviewer: Sipos F, Truyens M
S-Editor: Chang KL

L-Editor: Filipodia

P-Editor: Chang KL

Jaishideng®

Cococcia S et al. Perceived stigma scale Italian validation in IBD

behavioral intervention and is independently associated with better QoL and lower
disease activity in IBD[9].

There are very limited data regarding perceived stigma in IBD, and no validated
translation of the PSS into Italian is available. As a consequence, perceived stigma in
Italian IBD patients has never been assessed. Therefore, we aimed to validate the
Italian version of the PSS in IBD patients in order to obtain a meaningful instrument
for assessing stigmatization and compare with international studies. We also assessed
resilience and its relation with stigmatization.

MATERIALS AND METHODS

Study population

All IBD patients followed-up at the IBD Clinical & Research Centre of the San Matteo
Hospital Foundation were consecutively enrolled between December 2018 and
September 2019. IBD diagnosis was established according to internationally agreed
criteria[15]. Patients were eligible for inclusion if they had at least a 3-mo history of
IBD, were aged > 18, were able to complete a questionnaire, and were willing to give
written informed consent. Patients with an inconclusive or uncertain diagnosis of IBD
or those diagnosed less than 3 mo before or unwilling to provide informed consent
were excluded. Demographic and clinical characteristics were gathered, including IBD
type, disease activity and duration, comorbidities, and previous IBD-related surgery.
Clinical activity was assessed using the Harvey-Bradshaw index (HBI)[16,17] for CD
and the partial Mayo score (pMayo)[18] for UC. For CD patients, HBI < 5 was defined
as clinical remission, HBI 5-7 as mild disease, HBI 8-16 as moderate disease, and HBI >
16 as severe disease[16,17]. For UC patients, pMayo < 2 was defined as remission,
pMayo 2-4 was defined as mild activity, pMayo 5-7 was defined as moderate activity,
and pMayo > 7 was defined as severe activity[18]. The study was approved by the
local Ethics Committee (Protocol Number 20190003611), and all participants gave their
informed written consent to take part to the study and for the anonymized publication
of data. The study protocol conforms to the ethical guidelines of the 1975 Declaration
of Helsinki as reflected in a priori approval by the institution's human research
committee.

Assessment of the PSS
The PSS was initially designed to assess stigma in irritable bowel syndrome (IBS)
patients and was validated in IBD in 2009 in a cohort of patients from the United States
[4]. The PSS is a self-administered questionnaire designed to measure perceived
stigma through 10 items on a five-point Likert scale (ranging from 0 = never to 4 =
always), with a higher score reflecting a greater level of perceived stigma. Each item is
assessed on two different domains: Significant others (SO) and healthcare profes-
sionals (HP), leading to a total of 20 items. The two-domain PSS version has already
been used for different gastrointestinal disease and was found to have an excellent
internal consistency and split-half reliability (= 0.89)[19].

The score indicating the perceived stigma ranges from 0 to 4 and is obtained by
calculating the mean of all the values and the values within each domain.

Translation and cultural validation

We aimed to create a version that was easy to understand and complete by Italian IBD
patients, without losing the original English version’s equivalence and psychometric
validity. The translation and adaptation were made in accordance with the Interna-
tional QoL Assessment (IQOLA) Project approach, which consists of three steps: A
forward translation, a backward translation, and a cognitive testing[20,21].

Step 1—Forward translation: Two bilingual physicians (Lenti MV and Cococcia S)
blindly translated the questionnaire from English into Italian. The two versions were
compared, and discrepancies reconciled. Difficulty and degree of agreement of the
translation were rated on a 1 to 100 scale (lowest-highest). For each item, the agreed
forward translation was accepted if the scores were > 75, otherwise retranslation was
independently performed and scoring repeated.

Step 2—Backward translation: The Italian translation was blindly translated back into
British English by two mother-tongue English people with a high educational level
(graduated). The same reconciliation process reported for the forward translation was
applied. The equivalence of the agreed backward translation to the original version
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was rated and expected to be > 75. If that threshold was not reached, the four
translators had to agree on a new forward translation.

Step 3—Cognitive testing: Cognitive testing of the agreed Italian version was
performed on 10 individuals with different age, sex, and educational background to
verify that the translation was clear and understandable by a range of different people.
Finally, a panel discussion was held to approve the final version (see Supplementary
data).

Resilience assessment

Resilience was assessed through the Italian validated translation of the CD-RISC scale,
a self-administered questionnaire assessing resilience through 25 items on a five-point
Likert scale (ranging from 0 = totally disagree to 4 = totally agree)[12]. The score is
calculated by summing the score of each item (ranging from 0 to 100) with higher
scores meaning higher resilience.

Statistical analysis and psychometric evaluation

The sample size was computed based on the primary endpoint. A sample of 100
subjects responding to 20 items would achieve 80% power to detect the difference
between the coefficient alpha under the null hypothesis of 0.70 and the coefficient
alpha under the alternative hypothesis of 0.81, using a two-sided F-test with a
significance level of 0.05. Twenty-six extra patients were enrolled to account for
possible dropouts.

The PSS scoring was performed according to the scoring manuals, meaning that
higher scores represent a higher level of perceived stigma. The psychometric
evaluation of the Italian version of the PSS questionnaire included evaluation of data
quality, including completeness (Table 1). Results were described as mean and
standard deviation, and ceiling and floor effect were evaluated. Reliability was
assessed and expressed by means of Cronbach’s alpha for internal consistency, alpha =
k x r/[1+(k-1) x r]; with k = number of items and r = mean correlation. Item internal
consistency (correlation of item and corresponding scale, corrected for overlap),
equality of item-scale correlations, and item discriminant validity (correlation of item
with the corresponding scale vs correlation of item with other scales) were evaluated
through the multi-trait/ multi-item correlation matrix. Means of Pearson’s correlation
coefficient and intraclass correlation coefficient were used to evaluate the test-retest
correlation for temporal stability (within 1 mo), with 95% confidence intervals (95%CI).
External validity was assessed through the comparison of PSS scores in patients with
different characteristics by means of the Kruskall Wallis test, the test for trend; the
correlation with continuous variables was assessed with the Spearman R. Stata 16
(StataCorp, College Station, TX, United States) was used for all computations. All tests
were two-sided, and a P value < 0.05 was considered statistically significant. In the
presence of missing data, missing items were replaced by the median of the corres-
ponding scale, unless more than 50% of the items were missing, in which instance the
questionnaire was dropped.

RESULTS

Demographic and clinical characteristics

Overall, 146 IBD patients were screened for inclusion in the study. Of these, 20 patients
did not participate because denied consent (15 patients) or because were due to be
followed up in another hospital. Hence, 126 IBD patients (mean age 46.1 + 16.9, male
56.4%), 57 with CD and 69 with UC, were consecutively enrolled in the study. The
demographic and clinical characteristics of the enrolled patients are reported in
Table 2. CD patients were significantly younger than UC patients (42.3 +15.7 vs 49.3 +
17.4; P = 0.03). Psychiatric disorders, including anxiety and depression, were the most
common concomitant diseases (25.4%), followed by hypertension (22.2%) and
cardiomyopathy (11.9%), which was significantly more common among UC patients
(17.4% vs 5.26%; P = 0.05). Overall, the median disease duration was 8 years
[interquartile range (IQR) 3-16]. The majority of the CD patients had a disease with an
inflammatory behavior (56.1%), 43.9% had a structuring behavior, and 28.1% had a
penetrating disease. Almost half of the CD patients (49.1%) had ileo-colonic
involvement, and 33.3% had perianal disease. Among UC patients, half (52.2%) had an
extensive disease, 37.7% had a left UC, 10.1% had an ulcerative proctitis, and 4.4% had
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Table 1 Thresholds defining acceptable psychometric properties according to the International Quality of Life Assessment project

Definition

Threshold

Data quality

Missing items

Floor and ceiling
effect

Scaling assumption
Internal consistency
Item
Reliability
Discriminant validity

Test-retest evaluation

Unanswered items

<5%-10%

Incomplete scales (< 50% of items answered) <5%-10%
Extreme scores (either on the lower- or higher-end) <10%
Correlation among items of the same scale (Pearson correlation > 0.4) >90%
Overall consistency of the scale (Cronbach’s alpha coefficient) >0.7
Items whose Pearson correlation with other scales is higher than with their scale 0%
Correlation between the results scales filled in twice by the same patients at defined time points (Pearson >0.7
correlation)

Jaishideng®

a pouch. The proportion of patients with severe disease activity was higher among UC
patients (10.1% vs 0%), while two-thirds were in remission in both groups. A quarter of
the enrolled patients had an extraintestinal manifestation (28.6%), including anemia,
arthritis, uveitis, and dermatological manifestations. When available, calprotectin and
C-reactive protein (CRP) were used as inflammatory markers. Overall, 34.1% of the
patients had a calprotectin < 50 mg/kg, 16.2% between 51-250 mg/kg, and 12.7% > 250
mg/kg with no difference according to the disease (P = 0.54). Similarly, 61.1% of the
patients had a normal CRP, whilst roughly a third had raised levels of CRP (31.0%),
with no difference between UC and CD patients (P = 1.00).

Translation and cultural validation

The PSS was translated according to the IQOLA project guidelines[20,21]. For the
forward translation, the median difficulty was rated as 10 (range: 10-60) and the
agreement was found to be 95 (range: 70-100). Items 1, 5, and 10 were adjusted after
discussion. The backward translation equivalence was rated at 95 (range: 80-100).
Minor changes were made to item 2 and 4 of the Italian translation to improve the
original version’s equivalence. A cognitive testing of the agreed Italian version was
performed on 10 individuals with different ages (median 48-years-old, range: 29-88),
sex (5 female), and educational background (5 graduated), which did not lead to any
adjustment of the scale. Supplementary data show the validated Italian version of the
PSS-IBD, while the questions of the original English version have already been
published elsewhere[4].

Psychometric evaluation

The majority of the IQOLA criteria for acceptable psychometric properties of the scale
were satisfied in our cohort as reported in Table 3. We reached an optimal data
completeness, and we did not have any ceiling effect, whilst a floor effect was present
in 7.1% of the cases (overall domain). The floor effect was greater for the HP domain
when compared to the SO domain (42.1% vs 8.7%). When looking at scaling
assumption, the internal consistency reliability of the Italian version of the PSS was
good, with an overall Cronbach alpha coefficient of 0.87 (0.83 for SO and 0.81 for HP).
Although an excellent item, internal consistency was found in each domain, with a
Pearson correlation ranging from 0.4 to 0.6, and one item (item 8, SO domain) did not
reach the predetermined threshold of 0.4, determining an overall item internal
consistency of 95% (still indicative of an excellent item internal consistency). The
discriminant validity of the scale was good for items 1 to 7 in both domains, whereas
items 8 to 10 had exactly the same Pearson correlation with their domain and the other
one for both SO and HP.

The test-retest reliability was excellent, being 0.999 (0.997-1.000) overall, 0.99 (0.997-
1.000) in the SO domain and 0.994 (0.979-0.998) in the HP domain. The median PSS
score was 0.45 (0.20-0.85) with a significantly higher score for the SO domain (0.70 IQR
0.40-1.40 vs 0.10 IQR 0.00-0.40, P < 0.001), whilst the median resilience score was 64
(IQR 53-78). The level of perceived stigma did not differ according to sex (P = 0.51),
IBD type (P = 0.33), disease activity, age (P = 0.11), or disease duration (P = 0.49) (See
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Table 2 Demographic and clinical characteristics of the validating cohort

Overall (n = 126) CD (n=157) UC (n=69) Pvalue

Age (mean * SD) 46.13 (+16.95) 4229 (+15.7) 49.29 (+17.38) 0.03
Male 71 (56.4%) 33 (57.9%) 38 (55.1%) 0.86
BMI 239 (+4.1) 23.9 (+4.3) 23.9 (£3.9) 0.67
Disease duration (median, IQR) 8 (3-16) 10 (3-17) 8 (3.5-13) 0.44
Disease characteristics (CD)
Location (CD) - -

Terminal ileum (L1) 13 (22.8%)

Colon (L2) 8 (14.0%)

Tleo-colon (L3) 28 (49.1%)

Upper GI (L4) 2(3.5%)

Perianal disease (p) 19 (33.3%)
Behavior (CD) = -

Inflammatory (B1) 32 (56.1%)

Stricturing (B2) 25 (43.9%)

Penetrating (B3) 16 (28.1%)
Disease activity (HBI) - -
<5 38 (66.7%)
5-7 14 (24.6%)
8-16 5(8.8%)
>16 - 0 (0%)
Disease characteristics (UC) o
Location - - 7 (10.1%)

Proctitis (E1) 26 (37.7%)

Left sided (E2) 36 (52.2%)

Extensive (E3)
Disease activity (pMayo) -
<2 45 (65.2%)
2-4 13 (18.8%)
5-7 4 (5.8%)
>7 7 (10.1%)
Pouch 3 (4.4%)
Extraintestinal manifestations 36 (28.6%) 17 (29.8%) 19 (27.5%) 0.84
Previous abdominal surgery 38 (30.2%) 22 (38.6%) 16 (42.1%) 0.07
Calprotectin 0.54
<50 43(34.1%) 15 (26.3%) 28 (40.6%)
51-250 33 (16.2%) 17 (29.8%) 16 (23.2.%)
> 250 16 (12.7%) 7 (12.3%) 9 (13.4%)
Missing 34 (27.0%) 18 (31.6%) 16 (23.2%)
CRP 1.00
Normal 77 (61.1) 35 (62.4%) 42 (60.9%)
Raised 39 (31.0%) 18 (31.6%) 21 (30.4%)
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Missing 10 (7.9%) 4(7.0%) 6 (8.7%)

Comorbidities 40 (31.8%) 16 (28.1%) 24 (34.8%) 0.45
Cardiomyopathy 15 (11.9%) 3 (5.26%) 12 (17.4%) 0.05
Hypertension 28 (22.2%) 12 (42.9%) 16 (23.2%) 0.83
Diabetes 11 (8.73%) 4(7.0%) 7 (10.1%) 0.75
Hepatic failure 1(0.8%) 1(1.8%) 0(0.0%) 0.45
Kidney failure 4 (3.17%) 3 (5.26%) 1(1.45%) 0.32
Respiratory failure 2 (1.6%) 1(1.8%) 1(1.5%) 1.00
Neurologic diseases 5 (4.0%) 1(1.8%) 4 (5.8%) 0.37
Psychiatric disorder 15 (11.9%) 7 (12.3%) 8 (11.6%) 1.00
Onco-hematological diseases 12 (9.5%) 2(3.5%) 10 (14.5%) 0.06

BMI: Body mass index; CD: Crohn’s disease; CRP: C-reactive protein; GI: Gastrointestinal; HBI: Harvey-Bradshaw Index; IQR: Interquartile range; PMS:
Partial Mayo Score; SD: Standard deviation; UC: Ulcerative colitis.

Table 3 Psychometric characteristics of perceived stigma scale and its sub-scales

Overall Significant others Healthcare professionals
Median score 0.45 (0.20-0.85) 0.70 (0.30-1.40) 0.10 (0-0.40)
Data quality
Missing items 0 (0%) 0 (0%) 0 (0%)
Floor effect 9(7.1%) 11 (8.7%) 53 (42.1%)
Ceiling effect 0 (0%) 0 (0%) 0 (0%)
Scaling assumption
Internal consistency
Item 19/20 (95.0%) 10/10 (100%) 10/10 (100%)
Reliability (Cronbach alpha) 0.87 0.83 0.81
Discriminant validity = 30.0% 30.0%
Test-retest 0.99 (0.99-1.00) 0.999 (0.99-1.00) 0.99 (0.97-0.99)

Evaluation”

“Intraclass correlation coefficient (95% confidence interval).

Table 4). On the contrary, disease activity was found to significantly reduce resilience
(Spearman’s correlation -0.18, 95%CI: -0.42-0.08, P = 0.03) in CD patients, whilst no
significant difference was found in UC patients according to the disease activity (P =
0.23). When exploring the relations between perceived stigma and resilience, a
significant negative Spearman’s correlation was found (-0.20, 95%CI: -0.36 to -0.02; P =
0.03).

DISCUSSION

Stigmatization is an important, though often unattended, issue in clinical medicine.
Whilst for other conditions (e.g., human immunodeficiency virus, mental illness, and
lung cancer) stigmatization has been widely studied[22-25], IBD data are scant and
fragmentary. This might be partly due to the lack of a validated tool to be used for this
purpose. We herein validated an Italian version of the PSS questionnaire that performs
well, has good psychometric properties, and is easily understandable. The psycho-
metric evaluation of the Italian PSS version showed an excellent Cronbach alpha
coefficient, item internal consistency, and test-retest reliability. Our results are in line
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Table 4 Correlation between inflammatory bowel disease perceived stigma scale scores and demographic or clinical characteristics

Spearman’s Spearman’s Spearman’s
PSS pearmans pPSsso P rcamans PSSHP p  pearmans
correlation (95%Cl) correlation (95%Cl) correlation (95%Cl)
Median score  0.45 (0.20 0.70 (0.30 0.10 (0.00
(IQR) to 0.85) to 1.40) to 0.40)
Age 011  -0.14 (-0.31 to 0.03) 0.08  -0.157 (-0.33 to 0.02) 020  -0.116 (-0.29 to 0.06)
Sex 0.51 0.26 0.29
Female 0.45 (0.30 0.70 (0.50 0.10 (0.00
to 0.85) to 1.40) to 0.40)
Male 0.45 (0.15 0.70 (0.20 010 (0.00
to 0.90) to 1.40) to 0.50)
Diagnosis 0.33 0.35 0.34
CD 0.55 (0.25 0.80 (0.40 0.10 (0.00
to 0.95) t0 1.40) to 0.50)
ucC 0.45 (0.20 0.70 (0.30 0.10 (0.00
to 0.85) to 1.30) to 0.40)
HBI 091  0.05(-0.22 to 0.30) 091  0.05(-0.21 to 0.31) 070 0.1 (-0.16 to 0.36)
<5 0.53 (0.25 0.75 (0.50 0.10 (0.00
to 0.80) t01.30) to 0.50)
5-7 0.60 (0.10 0.90 (0.20 0.30 (0.00
to 1.15) to 1.60) to 0.50)
8-16 0.40 (0.10 0.70 (0.20 0.10 (0.00
to 1.40) to 1.80) to 0.80)
pMS 052  0.06 (-0.18 to 0.29) 044  0.03 (-0.21 to 0.26) 081  0.11(-0.13 to 0.34)
<2 0.40 (0.20 0.60 (0.40 0.10 (0.00
to 0.85) t0 1.30) to 0.30)
24 0.45 (0.05 0.60 (0.10 0.20 (0.00
to 0.75) to 1.20) to 0.40)
5-7 0.75 (0.48 1.40 (0.90 0.15 (0.05
t01.22) to 1.75) to 0.70)
>7 0.35 (0.15 0.70 (0.00 0.10 (0.00
t0 1.50) t0 2.70) t0 0.70
CD-RISC25 - 0.03  -0.20 (-0.36 to -0.02) - 0.02  -0.20 (-0.36 to -0.03) - 012  -0.14 (-0.31 to 0.04)

CD: Crohn’s disease; CD-RISC25: 25-item Connor-Davidson Resilience Scale; CI: Confidence interval; HBI: Harvey-Bradshaw Index; HP: Healthcare
professionals; IQR: Interquartile range; pMS: Partial Mayo Score; SO: Significant others; UC: Ulcerative colitis.

with previous literature validating stigma scales in different settings[4,10,26,27],
showing that our translation is reliable and offers a tool to assess stigma in Italian IBD
patients. In our cohort, the main concern is the high floor effect recorded, especially in
the HP domain. However, this result was partially expected since all the included
patients were followed-up at a tertiary IBD center. These patients likely experience
lower levels of perceived stigma since they are looked after by IBD dedicated HP,
whereas a different result might be obtained if the questionnaire would be admini-
stered in different settings, such as community centers or private practices. Even
considering the setting bias, the level of perceived stigma was found to be lower than
expected (median 0.45, IQR 0.20-0.85), when compared to previous literature showing
a low-to-moderate level of perceived stigma among IBD patients, using the PSS[4].
This might be explained by the fact that the PSS has been originally designed to
address perceived stigma in patients affected by a functional disorder rather than by
an organic disease, such as IBD. In the PSS questionnaire, there are no questions
addressing some of IBD patients” main concerns, including the fear of relapsing or of
incontinence. Therefore, even if this scale offers a useful tool to assess stigma in IBD, it
is our opinion that some adjustments are needed.

Additionally, levels of perceived stigma in IBD patients tend to decrease in long-
standing disease, in contrast with what happens for IBS[11]. Since IBD is an organic
disease not associated with unhealthy or socially unacceptable vices, it is therefore
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more likely to be recognized and accepted as a “real” organic disease over time,
especially when compared to IBS[11]. Most of the included patients have a
longstanding history, which could have led to lower levels of perceived stigma in our
sample.

Stigmatization is multifactorial and is influenced by both patient-dependent and
environment-dependent factors[28-30]. Among these factors, we have previously
speculated that a relation between stigma and resilience may exist[6]. In line with
previous literature, we found a moderate level of resilience in our cohort[9]. We have
here shown for the first time that, in IBD patients, higher levels of resilience correlate
with lower levels of perceived stigma (overall and for SO) and, conceivably, to better
QoL. Such correlation was not found for the HP domain, which might be due to the
high floor effect reported in this domain. In case of adversity, resilience can modulate
catecholamine and cortisol production reducing long-term effects on the body[31] and
leading to better outcome also in IBD, which requires continuous adaptation to the
unpredictable course of the disease. This hypothesis is supported by a recent study in
which higher levels of resilience are associated with lower disease activity, although it
is unclear if this result was due to reverse causation[9]. Our findings suggest that
downstream public health intervention that focus on patients’ resilience may reduce
the level of perceived stigma and consequently may improve the patients” QoL.
Follow-up data are being gathered to support this hypothesis, since resilience is easily
influenced by other events and a single assessment might be misleading. In addition to
intervention focused on building individual resilience, upstream public health
interventions are needed to reduce stigma around IBD improving the awareness on
the disease.

This study has some limitations. Firstly, the sample size was calculated to validate
the Italian translation of the PSS and was not adequate to draw firm conclusions about
the level of perceived stigma among IBD patients. Larger prospective studies are
needed to explore this aspect. Secondly, the majority of the included patients had a
low disease activity and that could represent a bias in interpreting the results. Stigma
is internalized over time and, since IBD is a chronic disease, the level of perceived
stigma is influenced mostly by the social environment rather than by acute events. On
the contrary, resilience is strongly influenced by contextual events and can be
improved through behavioral intervention, and this is why the ongoing follow-up of
these patients will be useful to better assess the relation between stigma and resilience
in IBD. Additionally, the level of resilience of the sampled patients ranged from
average to good, and this might have played a role in lowering the stigma scores.

CONCLUSION

To conclude, we have herein developed a validated Italian version of the PSS. Also, we
have assessed for the first-time stigmatization and its relation with resilience in a
cohort of IBD patients. Interventions aimed at building a stronger resilience may
reduce perceived stigma. The follow-up data on the variation of stigma and resilience
levels over time are being collected.

ARTICLE HIGHLIGHTS

Research background

Patients living with inflammatory bowel disease (IBD) often experience a poor quality
of life due to stigmatization that can be assessed through the IBD perceived stigma
scale (PSS). Resilience is the ability to cope positively with a specific disease or
situation.

Research motivation
Stigmatization in IBD patients, especially in relation to one’s own resilience, has been
poorly characterized. A validated Italian version of the IBD-PSS is not available.

Research objectives
To validate an Italian version of the PSS in IBD patients and to assess patients’
resilience and its relation with stigmatization.
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Research methods

We enrolled 126 consecutive IBD patients (mean age 46.1 + 16.9, male 56.4%), 57 with
CD and 69 with UC, in an Italian, tertiary referral, IBD center. Clinical and
demographic data were collected, and stigma and resilience were evaluated through
the IBD-PSS and the 25-item Connor-Davidson Resilience Scale, respectively. Psycho-
metric validity of the IBD-PSS was assessed, and a multivariable analysis for factors
associated with greater stigma was computed.

Research results
We found that the Italian version of the IBD-PSS had an acceptable reliability, having a
Cronbach alpha of 0.87, with an excellent test-retest score. The median PSS score was

0.45 (0.20-0.85), and resilience negatively correlated with perceived stigma
(Spearman’s correlation -0.18, 95%CI: -0.42-0.08, P = 0.03).

Research conclusions

We have developed a reliable tool to be used in clinical practice for assessing stigmat-
ization in Italian IBD patients. Also, we found that resilience may have an influence on
stigmatization, possibly improving patients’ illness perception.

Research perspectives

The Italian IBD-PSS should be used extensively in order to assess this important
endpoint in the care of IBD patients. More prospective, long-term studies looking at
more detailed factors influencing stigmatization and resilience are urgently needed.
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