Ocular Cicatricial Pemphigoid: Understanding Diagnosis and Management in
Ophthalmological Practice
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Background

Ocular cicatricial pemphigoid (OCP) is a rare,
chronic, inflammatory, form of mucous
membrane pemphigoid that affects the ocular
mucosa and clinically presents as a chronic
cicatrizing conjunctivitis®

Early detection and treatment of OCP are
necessary to prevent long term complications
such as permanent blindness?

There are limited data available on the
preferred treatment options by clinicians for
this condition

The objective of this survey study was to
understand the awareness, diagnosis, and
management of OCP in local ophthalmological
practices

Methods

A 23-question survey was distributed in
person to board certified/eligible practicing
ophthalmologists present at the 2023 Utah
Ophthalmological Society Annual Meeting via
a survey link

Survey data were collected and managed
using REDCap electronic data capture tool
hosted at the University of Utah®3

REDCap (Research Electronic Data Capture) is
a secure, web-based software platform
designed to support data capture for research
studies??

Results

44 participants completed the survey (response rate 89.8%)

Only 46% were comfortable in diagnosing patients with OCP

Most (62%) had not diagnosed a patient with OCP in the past year

Most (63%) had not performed a conjunctival biopsy in the past year to
evaluate for OCP

When disease was clinically suspected, 80% opted to refer to a provider
specialized in the care of patients with OCP as next step rather than
performing a biopsy or indirect immunofluorescence

When asked the stage of majority of their patients with OCP at first
presentation, 37% responded that none of their patients have OCP, 19%
responded stage 1, 19% responded stage 2, 26% responded stage 3, 0%
responded stage 4

Most (59%) were uncomfortable managing the disease

Regarding next steps in management once OCP diagnosed, 18% chose to
administer topical or systemic therapy, 59% would refer to an
ophthalmologist specialized in the care of OCP, 9% opted to refer to a
dermatologist specialized in this area, and 7% would refer to a
rheumatologist.

Most (92%) had not administered systemic therapy for OCP in the past
year

Most respondents (75%) did not prefer a particular systemic therapy
Free text comments emphasized the rarity of the condition, lack of clarity
on biopsy protocols and who to refer to, as well as degree of difficulty in
findings specialists to manage systemic immunosuppression

Table 1. Respondent demographics and practice characteristics
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Conclusions

In general, respondents were not comfortable diagnosing or managing OCP and prefer to

refer patient out when disease is suspected

The results highlight the importance of multidisciplinary coordination of care across
specialties as well as the need to streamline the referral process for further medical

management once diagnosis has been made

Practice variation by region and respondent subspeciality limits generalizability of study
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