
ECO was asked to take a lead-
ing role at the International 
Cleft  Congress in Chennai, In-
dia in February,  putting to-
gether an event attended by 
the world’s major NGOs work-
ing in cleft care.  Gareth Da-
vies, Executive Director of 
ECO, co-chaired the day with 
Esteban Las-
so (formerly 
of Trans-
forming Fac-
es) which fea-
tured presen-
tations from 
specialists 
from India 
and around 
the globe. 
The overrid-
ing message 
was that 
NGOs should 
work togeth-
er, sharing 
good practice 
and 
knowledge,  
to prevent 
malpractice 
and ensure all babies born 
with clefts receive not  
only the best surgical care but 
also the full range of multidis-
ciplinary treatment needed to 
enable them to each their full 
potential in life.  At the end of 
the event it was agreed that 
ECO would head up a global 
collaborative body that will 

look at NGO models of cleft 
care, focusing on good ethical 
practice.  The new collabora-
tion will be known as the 
World Cleft Coalition - A glob-
al community of NGOs work-
ing for the promotion of core 
principles in cleft care in all 
parts of the world.  Organisa-
tions which have shown an in-
terest in participating  include 
major international players in 
cleft care such as Operations  

 
Smile, Smile Train, Global 
Smile Foundation, Transform-
ing Faces and ECO.   
 
ECO has for many years cam-
paigned for minimum stand-
ards of care in cleft treatment 
and in 2016 achieved a Euro-
pean consensus in developing 
agreed guidelines for the early 
care of babies born with clefts.  
The new World Cleft Coalition 
will draw from this experience 
and expertise.  ECO was also 

pleased to attract interest from 
around the world in its new 
Cleft Gateway web resource 
which is currently being rede-
veloped.  We are nearly ready 
to launch an upgraded version 
where families and healthcare 
professionals will be able to 
use an interactive map to see 
where their nearest cleft centre 
is. There will also be a facility 
to look up individual clinicians 
who specialise in cleft care  

and a forum 
for research-
ers to connect 
and share 
their projects 
and ideas.  
This may now 
have a global 
reach and full 
details of the 
site’s capabili-
ties and func-
tionalities will 
be announced 
soon and fea-
tured in the 
next newslet-
ter.  Watch 
this space! 

 

The World Congress in Chen-
nai gave us an opportunity to 
meet with the new manage-
ment team at Transforming 
Faces, a Canadian cleft NGO 
who have provided significant 
support to us in the past.  We 
have agreed on closer working 
ties  and, in particular, to make 
available to each other re-
sources and skills that will 
complement each organisa-
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http://www.gateway.ecoonline.org


tion.  Specifically we 
will look at how we can 
share training 
knowledge/personnel,  
methods of evaluating 
impact of country pro-
grammes, and organi-
sational management 
tools. 

Emma Southby has 
been in post as our new 
Training Manager since 
December.  She has had 
a very busy three mon-
ths bringing new sklills 
and extra capacity to 
the charity in all areas—
training, fundrasing 
web development and 
policy. You can read a 
progress report in the 
form of an online blog 
here .  She is keen to 
increase our visibility 
and will be developing a 
social media presence 
shortly.  

Securing funds for 
ECO’s work is always 
difficult and we have 
put  in a lot of work in 
the past three months 
seeking funds through 
European Union (EU) 
grant programmes.  We 
are leading on three  
project applications and part-
ners in two others. The focus 
of the applications is broad, 
ranging from promoting mini-
mum standards in cleft care 
(implementation of our own 
guidelines) to edcuation pro-
grammes  around  cleft nur-
sing, support for young people 
with clefts, and psychosocial 
support.  We will know the re-
sults later in the year. Previous 
EU grants have enabled us to 
develop downloadable educa-
tion courses such as Face Va-
lue and When Looks Get in the 

Way. Partnering with teams 
across Europe also provides 
opportunities for developing 
our own training programmes 
in countries that have asked 
for our input such as Greece, 
Serbia, Lithuania, Latvia and 
Romania.  

 

ECO was pleased to be invited 
to a high-level launch  of the 
new rare disease networks 
(ERNs) which took place in 
Vilnius, Lithuania, in Fe-

bruary.  We are on the 
management board of 
the Craniofacial ERN and 
our role will be to bring 
the patient voice into cra-
niofacial care, and speci-
fically cleft care, in Eu-
rope. A full report of the 
launch can be seen here.  
Over the coming months 
we will be contacting cleft 
NGOs around Europe to 
understand what the cur-
rent priorities are for 
them and bringing their 
voices to future discus-
sions on care manage-
ment.  

We were pleased to be 
able to have another 
meeting with the baby 
products manufacturer, 
MAM, in Vienna, during 
March.  It was the first 
meeting since they spon-
sored the development of 
our early care cleft guide-
lines and we were able to 
report on the impact of 
the guidelines and trai-
ning proposals regarding 
their implementation.  
We dicussed future sce-
narios of joint working, 
and they will be sending 
us a sample product pack  
to see if any of their cur-

rent product range may be of 
interest to parents/families 
and those that we train in early 
cleft care.  We will remain in 
contact  

 
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 

Fundraising  

New ECO poster launched at Interna-
tional Cleft Congress in Chennai 

Launch of European Re-
ference Networks  

Meeting with MAM  

Training Manager, 
ECO 

http://europeancleft.org/projects/eco-drives-training/
http://europeancleft.org/projects/eco-drives-training/
http://europeancleft.org/early-cleft-care-guidelines-now-available-as-a-download/
http://www.facevalue.cc/About-this-project
http://www.facevalue.cc/About-this-project
http://www.whenlooks.eu/
http://www.whenlooks.eu/
http://www.eurordis.org/sites/default/files/EURORDISPressRelease_ERNsLaunch_Final.pdf
http://www.ecoonline.org/en/donor_information/
http://www.europeancleft.org

