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It is important to deeply analyze, from a qualitative
point of view, the reality that people with
epidermolysis bullosa live in relation to different
aspects of their daily life, such as oral health care. In
this way, the multiple challenges that they must face
can be identified. This study was based on grounded
theory and had an ethnomethodological approach.

INTRODUCTION

To analyze the knowledge and attitudes on aspects 
related to oral health in people with Epidermolysis 
Bullosa (EB).

OBJECTIVES

MATERIALS & METHODS

RESULTS CONCLUSION

Qualitative analysis, based on symbolic
interactionism, allowed to determine common
practices associated with the condition and
each subtype of EB. Likewise, this approach
allowed understanding about how oral hygiene
habits are modified and adapted to each case.
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A qualitative clinical audit was carried out,
considering a theoretical sampling. A semi-
structured interview based on a script was conducted
using an online platform (ZOOM). to explore the
patient’s knowledge and attitudes towards oral
health. Verbal and non-verbal expressions were
coded for both, the patients and their caregivers.
Each participant consented recording the session.
Data analysis was done using Atlas.ti program, 7th
version.
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Participants
• Age: 1-29 years old
• 14 participants
• From Chile and Colombia
• Homogeneous sample

Diagnostics
• Simplex EB
• Junction EB
• Dystrophic

dominant and 
recessive EB

Coding
• 14 Families *
• 129 codes
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They did not consider as necessary to seek
dental treatment for dental mobility, bleeding

gums, facial inflammation and bruxism.

The participants did not consider tooth decay as 
an oral infection.

It was observed that those with better access to 
oral health centers, specialized in EB, had more 
knowledge about the use of oral care elements 

and management of the oral condition. 

The lack of use of hygiene items is due to the 
fear of the caregiver or the patient caused by 

previous oral ulcers experiences.

Patients who reported regular visits to dental 
specialist, showed higher expectations of 
treatments and asked for more complex 

procedures. 

The presence of microstomia and ankyloglossia 
was perceived as a difficulty for oral hygiene, 

but pseudosyndactyly was not. 

Among the main topics of interest, reported by 
people with EB and their caregivers, was the 

concern about  the manifestation of the 
disease’s progression, such as 

pseudosyndactyly, microstomia, ankyloglossia 
and associated functional and oral hygiene 

consequences.

*Code families.


