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Limited results data from the scoping surveys completed by people living with EB 
 

As no significant data of this nature or volume was identified in the published literature during 
the CPG process, the following has been provided to guide discussions of research and clinical 
practice for addressing topics of sexuality for people living with Epidermolysis Bullosa.   
 
The below descriptive data represents responses of people living with EB in the initial scoping 
surveys for the Sexuality and EB CPG. Demographic and otherwise potentially identifying survey 
items have been removed and written comments excluded or summarized to protect the 
privacy of the respondents. All respondents to these surveys were informed in writing prior to 
survey completion that participation was voluntary and carried no expectation of 
compensation. All respondents consented to the use of any information provided in the 
guideline process.  
 
While specific demographics have been removed, it is important to note that the respondent 
group is representative of all 4 major subtypes of EB, adolescent through older adult age 
groups, 18 countries, all levels of education (less than secondary school to doctoral levels), 13 
religious/spiritual affiliations, 2 genders (86% female, 14% male), and 5 sexual orientation 
groups (majority heterosexual at 84%).  
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“Other” response indicated lack of partner understanding in comment section.  
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“Other” responses indicated importance of self-knowledge, confidence, and 
communication skills. Foreplay was also mentioned as a valued strategy.   
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“Other” responses indicated importance of pain management in sexual activities, as well 
as early and ongoing management of EB involvement in genitals and sexual organs to 
maintain the ability to participate in sex.  

 
Additional comments provided by respondents included too much identifying information to 
include in full form, however the following topics were introduced or emphasized:  

 
• Individual barriers:  

o Fear of pain and/or injury, 
o Body image, 
o Self-esteem, self-worth, confidence, and self-efficacy, 
o Concern about perception of others (partners and potential partners), 
o Hand and mouth involvement affecting valued sexual activities, 
o EB involvement of genitals/sexual organs limiting sexual participation,  

 
• Importance of strategies/adaptations: 

o Importance of lubrication and friction limiting strategies, 
o Importance of effective positioning for sexual activities, 
o Managing duration of sexual activities, 
o Managing dressings/bandages, 
o Strong communication with partners; 

 
• System/Community Level Barriers: 

o The right to sexuality and the barrier created by stigma around sex and disability, 
o Stigma around masturbation for men and women, 
o Lack of accessible information about EB and sexuality in community and 

healthcare settings, 
o Lack of LGBTQ+ awareness and resources among healthcare providers,  
o Lack of information regarding contraception options and sexually transmitted 

infection prevention.  


