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Talk overview 

Some general thoughts on clinical practice guidelines in RD 

Efforts to improve the project 

Challenges experienced 

How we initiated the project 

The need to develop clinical practice guidelines for EB 

A little about EB 



EB (epidermolysis bullosa) 



Clinical care for EB 

Our aim is to have a guideline that supports decision making, 
in each of the major aspects of care. They should be: 
 
• The only such guideline 
• Developed to the highest standards possible 
• Available to all 



Why develop guidelines for EB? 

A complex condition to 
treat 

Being rare adds to this 
challenge 

Limited guidance for 
clinicians 

Varied clinical practice 

Who else would do it? 



Early experiences in the project 

Dr Francis Palisson 

Approached leaders in the EB medical 
field and encouraged them to develop 
guidelines. 



Challenges in the development of EB guidelines 

The need to 
be 

international 

Lack of an 
evidence 

base 

Duplication 
of effort 

Very 
demanding 
for clinical 

leads 

Variation in 
adoption of a 
methodology 



Strengthening the project 

Refining the processes and providing more support 

Guidance notes Prioritising topics 

Application form 



Putting out a call 



Challenges that have arisen 

Do interested groups really 
understand what is involved? 

How to we persuade people to 
be guideline leaders? 

How do we manage 
expectations around DEBRA’s 
involvement? 

What to do if more than one 
person wants to lead? 



What do we still need to work on?  

Providing 
guidance on 
methodology 

Formalising 
patient 

involvement  

Considering 
issues around 

implementation 

Ensuring they 
are accessible 

for all 

Ensuring they 
influence future 

research 



Are CPGs in RD possible and meaningful?  

Force 
consensus 

Encourage 
patient 
input 

Point to 
gaps in the 
research 

Provide 
something 
to build on 

Principled but pragmatic 



avril@debraireland.org 

 

@avrilkennan on  


