
Our partners in Bulgaria have 
had a breakthrough in discus-
sions with the health ministry.  
Deputy Minister of Health, Dr 
Persensky, has said that he 
will endorse the national dis-
semination of our Early Care 
Cleft Guidelines (see below) 
and integrate a national cra-
niofacial electronic patient re-
cord system developed by our 
partner team in 
Plovdiv into the 
Ministry’s web-
site and pro-
mote it as a na-
tional register. 
There has been 
ongoing dia-
logue with the 
Ministry over 
many years but 
there has been 
little evidence 
of active sup-
port on the side 
of the Govern-
ment.  We are 
hoping this 
marks a posi-
tive step to-
wards improving 
resources for 
cleft care in Bulgaria.  The 
news comes shortly after ECO 
facilitated a meeting at the 
Bulgarian Standards Institue 
(BDS) in Sofia to discuss im-
plementation of our guidelines 
in Bulgaria, Greece, Serbia and 
Spain, which received high 
profile TV coverage.   The 

meeting was a follow-up to a 
larger meeting in Brussels in 
March at the headquarters of 
the European Committee for 
Standardisation (CEN).   
The Early Care Cleft Guide-
lines drawn up by ECO were 
approved by CEN last year.  
They are available as a free 
download from our website 
www.europeancleft.org . We 
hope to be able to organise 
another  meeting in Brussels 
early next year.  

ECO’s online directory 
provding details of cleft teams 
around Europe is in the pro-
cess of being updated. The Ga-
teway was funded by a grant 
from the European Science 
Foundation EUROCleftNet 
programme which is shortly 
winding down.  Funds have 
been set aside within the pro-
gramme for a final upgrade of 

the site which will now be per-
manently managed by ECO.  
Among other developments we 
have an ambi  tious plan for a 
multi language search engine 
‘landing page’. In short this 
will mean that anyone typing 
‘cleft’ in their own language 
into Google will arrive at a 
page (also in their language) 
providing information about 
cleft care in their country.  We 
have come across many ins-
tances of new parents not 

being aware 
there are 
good cleft 
facilities ac-
cessible in 
their area 
meaning that 
they some-
times travel 
hundreds of 
kilometres to 
a capital city, 
or even 
abroad, in 
order to 
search for 
good cleft 
care.  It is 
hoped this 
new service, 

available in 25 
languages, will 

ensure families know where 
they can go in their own coun-
tries to get the right care and 
support.  

Thanks to two EU Erasmus + 
grant programmes ECO has 
been able to partner with other 
organisations in developing 
online training material focu-
sing on the psychosocial issues 
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around disfiguring conditions.  
These programmes are now 
coming to an end and the 
course material is being fina-
lised.  You can see progress of 
both projects and download 
training material through their 
respective websites, Face Va-
lue and When Looks Get in the 
Way .  A third project is also 
underway (known as IHEM—
Innovative Health Education 
Module) which aims to 
deliver a course that 
will enable  NGOs and 
health professionals to 
help parents identify at 
an early stage any po-
tential educational 
problems experienced 
by children born with 
clefts.   

It was agreed at the 
first ever meeting of 
European cleft nurses 
in Bucharest last Octo-
ber that ECO must step 
up its training activities 
to ensure every baby 
born with a cleft in Eu-
rope receives the very 
best care.   To this end 
ECO has now appointed 
a  Training Manager, 
initially on a one year 
contract, to coordinate 
and plan training.  Em-
ma Southby, cleft nurse 
specialist for the large 
South Thames Cleft Service in 
the UK  has 17 years’ senior 
cleft nursing experience and 
will be taking up post later in 
the year.  We have applied for 
EU funding to develop a  train-
ing course and ensure this new 
training post is sustainable but 
this has been turned down.  
We will reapply next spring but 
in the meantime we urgently 
need to raise funds.  Please  
support our training activities 
by making a donation now! If 
the link doesn't work log onto 

our website at 
www.europeancleft.org and 
click the donate button.  Thank 
you! 

We are delighted to have been 
invited to be part of the Scien-
tific Faculty at the 13th Inter-
national Congress of Cleft Lip 
and Palate and Craniofacial 

Anomalies India in 2017.  This 
prestigious congress takes 
place once every four years and 
brings together  top clinicians 
from all over the world. Execu-
tive Director, Gareth Davies , 
will be co-chairing a one day 
session on the role of NGOs in 
global cleft care.  We will be 
manning a display stall at the 
Congress which we will share 
with the Canadian charity 
Transforming Faces with 
whom we have worked closely 
in the past.  

ECO was pleased to take part 
in the EUROCleftNet confer-
ence in Dundee at the end of 
June: Genetics, Environment, 
Prevention.  An impressive list 
of high level researchers from 
around the world participated 
in the event which marks the 
last funded event of the EURO-

CleftNet programme.  It is 
hoped that collaborations 
will continue and relation-
ships built over the last 
five years will lead to suc-
cessful grant applicants 
within  the European 
2020 Horizon funding ini-
tiatives.  A summary of the 
conference can be seen on 
their website 
www.eurocleftnet.org .  
ECO has been a key con-
tributor to, and benefi-
ciary of,  EUROCleftNet.  
Of specific note has been 
funding for the Gateway 
project (see first page) and 
support for 3 major ECO-
driven conferences: Plov-
div, 2013 - building bridg-
es with Eastern Europe; 
Bucharest 2015-first Euro-
pean cleft nursing work-
shop; Brussels 2016 -high 
level meeting of users, 
ministers and practition-
ers looking at implemen-
tation of Early Cleft Care 
Guidelines. In addition, a 
high number of individuals 
working in our partner 

projects have benefited from 
generous funding for educa-
tional trips and exchanges. 

Our work is only possible thanks 
to the generosity of our  
supporters. 
 
YOU CAN HELP BY MAKING A  
DONATION using the link below: 
 

Web:  www.europeancleft.org 
 
Verrijn Stuartlaan 28 
2288 EL Rijswijk 
The Netherlands 
 
ANBI: 817849427 
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