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 Priorities (2016-2017)
 The DEBRA International CPG standard
 The Journey of CPGs 
 International access to published CPGs
 The Future

http://www.debra-international.org/clinical-guidelines.html



 DEBRA International is undertaking a long-term initiative to 
develop CPGs for EB, in order to improve the clinical care of 
people with EB. 

 It is unusual for the development of CPGs to be led by a 
patient organisation but, in the case of a rare disease such as 
EB, it is unlikely that guidelines would be developed without 
the drive of patients. 

 Despite being well-placed to lead such an initiative, there 
have been some major challenges for DEBRA to address in 
order to ensure its future success. 
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 Maximising the value of the 
network

 Many of whom have committed 
to work 1 or more CPGs

 128 volunteers have been 
working on the 9 CPGs this year 
representing almost all continents 
(Europe, North and South America, 
Asia and Australia), 

 22 (17%) of these are people 
living with EB from 7 countries 
around the world, are acting as 
full panel members.





 A DEBRA Guideline 
Development 
Standard

 Translation of 
guidelines

 Communicating 
updates 
(website/social 
media channels)



 Podiatry
 Women health and 

child birth
 Sexuality  
 Anaesthetics and 

clinical procedure
 Gastrostomy

 http://www.debra-

international.org/cpgs/for-eb-
professionals/we-need-you.html

Establishment of panel and 
determination of clinical 
questions 

New topics

 The Topic

 Application form

 The Panel

 The clinical 
question(s)

 The PICO (population, 
intervention, 
comparison and 
outcomes) 

EB Anaemia CPG 

application 2017



EB Laboratory diagnosis CPG 

International panel

Panel

 8-12 panel members

 2-3 people living with 
EB as full panel 
members and included 
as authors 

 Multidisciplinary

 At least 3 different 
centres (and ideally 
countries) and more if 
possible. 

EB Psychosocial CPG panel 

members



EB Physiotherapy CPG panel meeting planing, 

agenda and time zones



EB Occupational therapy (OT) CPG panel 

PICOs work



EB Podiatry CPG panel member living with 

EB lead survey

EB Hand Surgery and 

Rehabilitation Therapy CPG 

stall at AGM

5-7 outcomes per 

clinical questions 

are prioritised



CHILE
Person answering the 
questionnaire: 

DS, Mother of a 8 
years old patient with 

RDEB gen sev

NK 35 years old
Daughter, patient and 
mother of a 4 years 

old patient with DDEB

NC, 34 years old 
RDEB gen 

intermediate 
patient, father of 2 

healthy children
Age at diagnosis 5 5 5
Skin biopsy 4 5 5 

Turn around of the diagnostics 5 3 5

Method which is used 2 5 3
Prenatal diagnosis 5 3 4
Counselling 5 5 5  

Other, please include:

It would be good to 
have a book to guide 

patient treatment 
depending on the lab 

result. Maybe this 
book could be deliver 
together with the lab 

result. 

When suspecting an 
inherited EB type, 

include other family 
members to the Lab 
diagnosis obtain fast 

and reliable data

-

Scoping people /families with EB

EB Laboratory diagnosis CPG scoping 

example

EB Psychosocial CPG 

focus-group



 Systematic 
literature searches 

EB Psychosocial CPG panel 

steps



EB Psychosocial CPG panel work

267 duplicate articles were removed leaving 280 articles to filter before 
gray literature is added, 150 articles were selected for filtering for 
appraisal



EB Occupational therapy (OT) CPG appraisal work



EB Psychosocial 

CPG guide and 

appraisal excel table



EB 

Psychosocial 

CPG 

Outcome 

summary 

table draft



Physio, 
HS&RT, 

Diagnosis, 
Anaemia

OT, 
Psychosocial 

Podiatry, 



EB Skin and 

Wound care CPG 

review

published 2017



http://www.debra-international.org/clinical-guidelines/complete-eb-

guidelines.html

Promote research by identifying gaps



 Conference and meeting 
presentations

 Published Open access

 DEBRA International website 
 http://www.debra-international.org/clinical-

guidelines/complete-eb-guidelines.html

 EB-CLINET website
 http://www.eb-clinet.org/guidelines-

cpgs/complete-eb-guidelines.html

 Implementations tools 
in the Appendix

EB Nutrition: constipation CPG 

draft



Establishment of panel 

and determination of 

clinical questions
Systematic 

literature 

searches

Systematic 

appraisal of 

papers identified 

in the search

Formulation of 

recommendations
Writing and 

publication 

of guideline

Dissemination and 

implementation

Evaluation 

and Use

Updating 

review

The CPGs Life Cycle

Is The FUTURE 

Patient version/ Translation



Panel meetings at 
EB-CLINET 2017

EB Laboratory diagnosis CPG

EB Psychosocial CPG

EB Anaemia CPG

EB Hand Surgery & Rehabilitation Therapy CPG 

EB Occupational therapy (OT) CPG

EB Physiotherapy CPG



DEBRA 
funding bodies

DEBRA 
supporting

CPG working group DI and EB-
CLINET teams

Austria
Belgium
Canada
Norway
United Kingdom
United States

Croatia
Ireland
Spain

Francis Palisson
Avril Kennan

Michael Fitzpatrick
Claire Mather
Clare Robinson
Gabriele Pohla-Gubo
Olivia Mullins
Fiona Aherne

Mike Jaega
Shoaib Gopalani
Julia Rebhan
Iris Bregulla

WORKING PANEL MEMBERS 2016-2017 in first name alphabetical order

Agnes Schwieger-Briel, Alex King, Alexandra Charlesworth, Amy Weissman, Anna Bruckner, Annette Downe, Beata Faitli,
Bronagh Kennedy, Carmen Liy Wong, Carrie Shotwell, Catherine Miller, Catina Bernardis, Chantal LaPointe, Claire Baile,
Claudia M. Portela E, Cristina Has, Danielle Greenblatt, Elena Pope, Elizabeth Pillay , Estrella Guerrero Solana, Fiona Browne,
Florencia Perez , Gabriele Pohla-Gubo, Gemma Sturgess, Giovanna Zambruno, Helen Weaver, Helene Schoemans, Irene Lara-
Corrales, Jacqueline Denyer, Jamil Lati, Jan Hawthorn, Jane Clapham, Jemma Mellerio, Jennifer Chan, Jose Villanueva Maffei,
Judith K Asche, Julio Salas, Kate Martin, Kattya Mayre-Chilton, Kaycie Artus, Kaye Sjoholm, Kelsey Townsend-Miller , Kenneth
R. Goldschneider, Kristina Soon , Kristy Steinau, Lesley Haynes, Lewis Citroen, Lisa James, Lisa Lazzarotto, Lu Liu , Lynne
Hubbard, Marcela del Río Nechaevsky, Maria Ignacia Fuentes-Bustos, Maria Jose Escámez Toledano, Marieke Bolling, Marita
Black, Mark O'Sullivan, Mark Velangi, Matías Orellana, Matija Zmazek, Mauricio Torres-Pradilla, Maya El Hachem, Michael
Fitzpatrick, Michelle Wood, Mike Ruttermann, Natalie Yerlitt, Nicky Jessop, Nora Garcia Garcia, Peter van den Akker, Petra de
Graaf, Petra Kučan, Phuong Khuu, Phuong Khuu, Rachel Box, Rafael Galan del Hoyo, Ravi Hiremagalore, Rebecca Bodan,
Robinson Gonzalez, Roger Cornwall, Rosie Jones, Sam Geuens, Sharon Cassidy, Suci Widhiati, Susan Maksomski, Tariq Khan,
Thomas Coates, Tracey Vlahovic, Vlasta Zmazek



http://www.debra-international.org/clinical-guidelines/complete-eb-guidelines.html

 Have you had experience of these?
 Do you what to join these panels?
 Please email me (Kattya) to link you   

1. Women health & child birth
2. Dental health
3. Sexuality  
4. Anaesthetics & clinical procedure
5. Gastrostomy
6. Bone health
7. Eye care
8. Renal


