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Disc losure

Actual commercial or personal interest in some 

brands mentioned in the presentation

eyeness AG is actually or has been financially supported as consultant, developer or lecturer by:

ALCON AG Vision Care   COOPER Vision Inc.

FALCO Linsen AG JOHNSON & JOHNSON Vision Care

All pictures shown are with the consent of the patients.

Free Download!  w w w . e y e n e s s . c h / d o w n l o a d s /
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NEWSLETTER

Eye care is of crucial importance in the treatment of EB 

patients. Especially as the sensitivity of the skin, including 

the cornea and conjunctiva, can extend to the eyes. In some 

forms of EB, particularly dystrophic EB and junctional EB, 

ocular involvement, if not properly treated, can lead to 

complications such as recurrent corneal abrasions, 

conjunctival and corneal scarring, and even loss of vision. 
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Introduct ion

Due to a mutation on the collagen VII-Gen or Keratin 5/14, which is part of the 

adhesion-complex of the corneal epithelial cells, between 14-35% of all eyes in EB 

patients are affected with painful corneal blisters, corneal scarring, refractive 

irregularities which can lead to permanent reduced vision. (Tong et al. 1999; Gans 1988)
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R e c e n t  “ b e s t  p r a c t i c e ”

“Ophthalmic complications are the most severe in the dystrophic recessive and junctional subtypes ..”

“The condition and severity varies between individuals and over time.” 

“Calming and pain management are essential.”
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1999



Current  eye care  sur vey ( 2 0 2 2 )

47%
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Eye care survey (DEBRA International 2022)
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The whole  p ict ure



Eye care survey (DEBRA International 2022)

„DEB/JEB “ „EB simplex“
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O c u la r  Sym pt o ms  r e g ul a r l y  o c cu r
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Eye care survey (DEBRA International 2022)



1. Light sensitivity “Photophobia” (53%)

2. Dry Eye sensation (51%)

3. Chronic (mild to extreme) eye pain (49%)

4. Tearing “Epiphora” (43%)

5. Reduced, distorted and fluctuating vision (35%)

6. Unable or troubles to open the lids (morning) (35%)

7. Severe inflamed cornea and conjunctiva (30%)

8. Some form of corneal irregularities (almost all)

O c u la r  Sym pt o ms  r e g ul a r l y  o c cu r
( a c c o r d i n g  t o  f r e q u e n c y  o f  n a m i n g )
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Eye care survey (DEBRA International 2022)



Current  eye care  sur vey ( 2 0 2 2 )
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Eye care survey (DEBRA International 2022)



• Permanent corneal and/or conjunctival scaring due to inflammatory 

“healing” process (e.g. synechiae/symblepharon, corneal scarring) 

• Chronic visual impairment due to massive neovascularization and pannus

Long term compli catio ns

© Dr Michael Baertschi www.eb-clinet.org



Cumul at ive  R isk for  corneal  in jury
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F r e q u e n t  m e d i c a l /s u r g i c a l  i n t e r v e n t i o n s  n e e d e d

Surg ical  Intervent ions

Resection of an ocular adhesion/synechiae or pterygium.

No surgical intervention for pannus or deep vascularization 

are available except a risky cornea transplant.
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Current  eye care  sur vey ( 2 0 2 2 )

!?!
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Eye care survey (DEBRA International 2022)



Frustrated mother of a young EB patient

Eye care survey (DEBRA International 2022)

N o t  a  c r i t i c  t o w a rd s  d e r m a to l o g y  ( ! ) ,  b u t  a  c a l l  fo r   
c o n s i s t e n t  m u l t i d i s c i p l i n a r y  e d u c at i o n  a n d  c o o p e r at i o n .
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Current  eye care  sur vey ( 2 0 2 2 )

!?!
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Eye care survey (DEBRA International 2022)



Current  eye care  sur vey ( 2 0 2 2 )

Minor and rare 

Symptoms

Acute Symptoms

Chronic Blepharitis

Healing or preventing 

of acute or chronic 

Symptoms

Future Gen Tx ?
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Eye care survey (DEBRA International 2022)



Future Gen therapy  for in jured  EB  Eyes ?

C A V E :  S i n g l e  c a s e ,  m u l t i p l e  t y p e s  o f  T x  w e r e  i n v o l v e d  !
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I n  s ev e re  a n d re c u r r e nt  ca se s ,  our personal approach of choice:

Fitting of protective/therapeutic and refractive effective soft or hard 

bandage contact lenses as ocular surface protection layer (for EB Px since 2006).

Without contact lens

With protecting 
bandage contact lens

OCT image of anterior ocular segment
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E B Ey e Q u e s t i o n n a i r e
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Method/Procedure



Bandage Contact Lens Fitting Procedure

Most frequently used application:
Extended or constant wear for up to 1-3 months with material specially designed for long-term wear. 

(Silicone-Hydrogel or Fluor-Siloxan-MMA)
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“Immediate” elimination of eye pain sensation in minutes or hours. 

“Whitening” of the eyes in days due to permanent reduction of ocular stress 

avoiding recurrent or chronic inflammations.

OD OS

„ S o f t “  l e n s  e x a m p l e  :  S i l i c o n e - H y d r o g e l  C o n t a c t  L e n s e s

P r i m a r y  c l i n i c a l  r e s u l t s
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Status after 18 years of contact lens wear

OD OS

„ H a r d “  l e n s  e x a m p l e :  S c l e r a l  C o n t a c t  L e n s e s

P r i m a r y  c l i n i c a l  r e s u l t s
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S e c o n d a r y  c l i n i c a l  r e s u l t s

Rehabilitation of permanent and stable vision in a few weeks. 

Continuous support of healing and stabilizing process of the corneal epithelium for months/years.

„Permanent“ restoration of   

the irregular corneal surface. 

Comparison:

OD 1 -> 2

OS 3 -> 4

Differential map: 

OD 1 -> 2

before and after treatment
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Not actually difficult to learn for parents as well as for the child. 

In very young children/toddlers, contact lens exchange often during sleeping hours.

Learning by doing !

Managing the contact lens exchange
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Learn from the expert Check the result 



Chi ldren love their  eyes
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Magnifier with LED lighting (cheap and convenient)



P u b l i c a t i o n s ( e n g l i s h / d e u t s c h ) :  2 0 1 5 - 2 0

2015

2020
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2015

2020



• Permanent corneal and/or conjunctival scars due to inflammatory “healing” process 
(e.g. synechiae/symblepharon, neovascularization, corneal scarring, severe pterygium) 

• Chronic visual impairment due to massive neovascularization and pannus

• F r e q u e n t  m e d i c a l / s u r g i c a l  i n t e r v e n t i o n s  n e e d e d

Long term complications in severe cases without CL
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Therapeutic or protective bandage contact lenses are an easy, quick and 

effective method to eliminate pain sensation, restore vision and ocular surface 

regularity on a “permanent” base.

C a l l :  b e  p r e v e n t i v e  /  p r o t e c t i v e  !

Ilija (born 2016), 

contact lenses since the age of 11 months
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S u m m a r y  &  Ta k e - H o m e
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➢ EBEye Questionnaire as starting point

➢ Five (therapeutic) options :

a) Observation (wait & see)

b) Eye Drops, gels or ointments

c) Protective measures (glasses and contact lenses)

d) Surgery* (cornea, conjunctiva and lid)

e) Topical Gen therapy (Vyjuvek)

* for more surgical Details please contact Prof. Dr. David Goldblum, MD 

Pallas Clinics Switzerland 



S u m m a r y  &  Ta k e - H o m e

• Minor wetting problems = long lasting artificial tears or eye gel during the day 

and ointment at night; eyelid hygiene as preventive measure

• Acute or chronic epithelial lesions = Protective bandage contact lenses 

(sometimes combined with antibiotic and/or steroid or autologous eye drops)

• In case of infection risk = Antibiotic eye drops and ointment

• In case of acute or chronic inflammations = steroid eye drops

Free Download!  www.eyeness.ch/downloads/

m b a e r t s c h i @ e y e n e s s . c h    

• Synechiae or adhesions = Surgical intervention (e.g. covered with amniotic membrane)
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Current ly  access ib le  choices
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