
 
Letters to the Editor 1

Research Letter

Underrecognition of Fecal Incontinence in 
Systemic Sclerosis: Discrepancies Between the 
Rome IV Diagnostic Questionnaires and the 
UCLA Scleroderma Clinical Trials Consortium 
Gastrointestinal 2.0 Questionnaire
To the Editor:

Gastrointestinal (GI) involvement in systemic sclerosis (SSc) is 
common, with up to 87% of people affected.1 Of all SSc mani-
festations, GI disease has the greatest impact on quality of life.2 
Fecal incontinence (FI), which can result from GI neurofibrosis 
and microvasculopathy,2 is the GI symptom with the biggest 
impact on quality of life.
	 The prevalence of FI is poorly characterized, and it remains 
underassessed in both clinical care and research.3 The University 
of California, Los Angeles Scleroderma Clinical Trials 
Consortium Gastrointestinal 2.0 (UCLA SCTC GIT 2.0) 
questionnaire4 is the most commonly used instrument to quan-
tify SSc-GI disease. This instrument includes 1 question about 
frequency of underwear soilage in the past week.
	 We recently performed a study to quantify the prevalence of 
disorders of gut-brain interaction (DGBI) in a single-center SSc 
cohort.5 We invited individuals with SSc who met the American 
College of Rheumatology/European Alliance of Associations 
for Rheumatology criteria to complete on the same day both 
the Rome IV Diagnostic Questionnaires (R4DQ) in order 
to quantify the presence of DGBI as well as the GIT 2.0. The 
R4DQ quantifies symptoms of DGBI across multiple domains, 
and includes 3 questions about FI. The R4DQ quantifies FI by 
asking people how often they experienced stool leakage and the 
average amount leaked in the preceding 3 months; the third 
question assesses symptom duration beyond 6 months.6 In our 
present study, we assessed the concordance of FI measured by the 
UCLA SCTC GIT 2.0, using results of the soilage domain ques-
tion, and the R4DQ, using responses to the 3 FI questions. Only 
deidentified survey responses were available for analysis.
	 Ninety-five of 247 (38%) invited participants completed the 
R4DQ and UCLA SCTC GIT  2.0 questionnaires. Based on 
R4DQ results, 61% (n = 58) of patients reported FI, with most 
patients (n = 39, 67%) experiencing symptoms for > 6 months. 
The R4DQ quantifies the frequency of FI. Four patients expe-
rienced FI multiple times a day, 8 patients most days, 6 patients 
2-3 times a week, 8 patients once a week, 10 patients 2-3 days a 
month, 7 patients once a month, and 15 patients less than once 
a month. In contrast, only 40% (n = 38) of patients reported FI 
(soilage) on the UCLA SCTC GIT 2.0 (Table). We calculated 
Cohen κ to assess the agreement between the 2 questionnaires, 
which showed only moderate agreement (κ = 0.56, P < 0.001).
	 Among those who reported no FI on the UCLA SCTC 
GIT 2.0 (n = 57), 21 (37%) patients reported FI in the R4DQ 

(Table). Among participants with discordant scores, 1  indi-
vidual reported FI occurring at each of the following frequen-
cies: most days, once per week, and 2-3 times per week. Two 
participants reported FI occurring 2-3 times per month and 
once per month, respectively, whereas 14 participants indi-
cated experiencing FI less than once per month. Conversely, 
of the 37 participants who reported no FI in the R4DQ, only 
1 respondent answered affirmatively to the soilage question in 
the UCLA SCTC GIT 2.0.
	 The underappreciation of FI is an unmet clinical need in SSc.7 
Current literature reports a frequency of FI between 12% and 
77%,8 reflecting heterogeneity in assessment methods and case 
ascertainment.
	 Our results highlight the need to apply a consistent defini-
tion of FI to accurately document the burden of this important 
disease manifestation. Concurrent application of the 2 ques-
tionnaires has resulted in markedly different frequencies of FI. 
The increased frequency of FI identified by the R4DQ, which 
includes a description of stool leakage, more response options, 
and a longer recall period, suggests the single soilage question in 
the UCLA SCTC GIT 2.0 underreports FI in SSc. This observa-
tion raises questions about the content validity of this item of the 
GIT 2.0. We found participants were more likely to identify FI 
when being asked about leakage rather than soilage, suggesting 
that soilage may not be readily identified by patients as part of 
the experience of FI. However, the R4DQ6 has not been vali-
dated for use in SSc. In isolation, responses to the UCLA SCTC 
GIT 2.0 and the R4DQ cannot distinguish incontinence due to 
SSc from other causes such as pelvic and obstetric trauma. In a 
predominately female patient population, identifying sequelae of 
pelvic trauma is critical to correctly attribute the cause of FI in 
patients.
	 The lack of a standardized, validated assessment tool for FI 
in SSc hampers accurate prevalence estimation and limits early 
intervention opportunities.3 Owing to the deidentified nature 
of survey responses, we could not assess for any risk factors for 
FI. Future studies should identify those patients with SSc at 
increased risk of FI.
	 In conclusion, the R4DQ identified a higher prevalence 
of FI compared to the UCLA SCTC GIT 2.0. These findings 
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Table. Frequency of fecal incontinence as reported by each of the Rome IV 
Diagnostic Questionnaires and the UCLA SCTC GIT 2.0 questionnaire.

	 Rome IV Diagnostic Questionnaires	
		  Fecal	 No Fecal 	 Total
		  Incontinence 	 Incontinence 

UCLA	 Fecal incontinence 	 37 (39)	 1 (1)	 38 (40)
 SCTC	 No incontinence 	 21 (22)	 36 (38)	 57 (60)
 GIT 2.0	 Total	 58 (61)	 37 (39)	 95 (100)

Values are expressed as n (%). UCLA SCTC GIT 2.0: University 
of California, Los Angeles Scleroderma Clinical Trials Consortium 
Gastrointestinal Tract 2.0.
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underscore the need for disease-specific, validated instruments 
to improve recognition, facilitate early intervention, and guide 
future research into SSc-related FI.
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