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New cleft nurse network

gets go ahead in Bulgaria

ECO has been involved in
‘front line’ nurse/midwife
training in Bulgaria since
2008 and has developed
and supported four courses
which together have
reached about 100 nurses/
midwives. This year we be-
gan to think in terms of
creating a nurse network
that would be avai-
lable nationally,
supervised and
supported by a
core group of three
trained cleft
nurses.

Further training
and a framework
for supervsion
needs to be put
place but we plan
to launch the
scheme in April
2013. The aim is
to create a sustainable net-
work which will in part sup-
port itself but will be
brought together at least
once a year for refresher
training and supervsion. It
will be funded jointly by
ECO and the Bulgarian pa-
tient organisation, ALA.

* The international language of Espe-
ranto was created by L L Zamenhof
in 1887. The goal was to create a poli-
tically neutral language that would
serve as a universal second language
to foster international understan-
ding. ECO goes forward in the same
spirit.

Fendlipo means Cleft Lip in Esperanto*

Foundation of first
national cleft association in
Romania

ECO Chief Executive Ga-
reth Davies was in Romania
in November to witness the
launch of a new national
multidisciplinary cleft asso-
cation. This is something
we have been striving to-
wards for the past three
years and we are delighted

that this iniative has been
taken by clinicians in Ro-
mania. Founding members
include representaitves
from three different cleft
units which will encourage
dialogue between them. It
is hoped representatives
from other centres will join
up soon. The association,
RomaniaCleft, was
launched at a surgical trai-
ning weekend organised by
cleft surgeon, Dr Radu Spa-
taru. A visitng team from
Stockholm, Sweden, headed
by Prof Jan Lilja, provided
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hands-on training in tech-
niques for pharyngo-
plasty. In future it is hoped
that RomaniaCleft will host
a range of training opportu-
nites across all disciplines
and will be the main insti-
gator of the development of
national protocols for regis-
tration and treatment of
clefts.

European
' guidelines on
early cleft care

_ develop agreed

A9 cuidelines in early
cleft care via the
| European stand-
~ ards agency in

1 Brussels (CEN)
continues to draw
upport but is still
facing opposition
by some countries
who believe such a
plan would conflict with na-
tional health policy. Our
aim is to get an agreed
blueprint in place for early
cleft care which can be used
as a model in those coun-
tries that currenly have no
national protocols in place.
However, it seems we have
more lobbying and discus-
sions ahead of us before we
can launch a further pro-
posal. We want to try to get
broad consensus on the
overall concept before we
focus on the details.

-‘ \:"" ECO’s proposal to




ECO takes cleft care to
the European Parliament

In October ECO took the floor
at the European Parliament
along with representatives
from eight other organisations
to get across to MEPs the huge
discrepancies in cleft care
across Europe. Having had this
opportunity we now need to
capitalise and maximise the
benefits. Our strategy is to get
the message transmitted from
MEDPs to officials
in EU grant-
making depart-
ments, with a view [
to having cleftlip £
and palate and 1’
other birth defects ‘14
placed on the Eu- |
ropean Framework |
programme agen- S
da in 2014 through 5=
the Horizon 2020
initiative. We
were grateful to
have had this op-
portunity thanks :

to the support of Sean Kelly,
MEP and EUROCleftNet.

ECO launches training in
Spain

Following an information
meeting with the newly-
established federation of Spain-
ish patient support groups, we
have agreed to run a pilot ‘front
-line’ nurse/midwife training
course in Bilbao in January
2013. The cleft team are keen
to support this and in fact have
a long history of international
collaboration in multidiscipli-
nary cleft care. The European
Craniofacila Congress was
hosted by Bilbao in 2007. We
plan to take the course to other
cleft centres in Spain. We
learned during our talks with

parent groups that mothers of-
ten feel isolated at time of diag-
nosis (pre- or post-natal) and
that referral systems to experts
are not always in place leading
to misinformation and subse-
quent distress. The training
will address these isssues and
will be facilitated by specialist
cleft nurses from the UK and
from Bulgaria.

Research conference
25—27 September 2013
Plovdiv, Bulgaria

We are delighted that our part-
ners in Bulgaria have been se-
lected by EUROCIeftNet to run
this key conference. Plovdiv
2013 will showcase current re-
search into aetiology, preven-
tion and improved treatment
outcomes. This conference,
supported by the European Sci-
ence Foundation and the World
Health Organisation, will pro-
vide a unique platform, bring-
ing together clinicians, aca-
demics and representatives
from industry to explore future
research collaborations and
discuss how knowledge can be
translated into action for the
benefits of the patient, their
families and society.

The conference website will be
online early in 2013 and a call

for abstracts will be sent out by
the end of January, along with
online registration details.

Psychosocial support
training

ECO is linking up with the Cen-
tre for Appearance Research at
the University of the West of
England in Bristol, UK, to seek
funding for a collaborative vo-
cational training programme
aimed at enhancing
support given by
health professionals
to familes who have
a child born with a
cleft. This pro-

i) our strategies to-
wards the prevention

- | children with clefts
in some European
countries.

ECO recruits new patient
group representative

We are pleased to announce
that Jana Angelova, president
of the Bulgarian patient group,
ALA , is now a board member
of ECO. We hope her appoint-
ment will ensure that user-led
perspectives remain an impor-
tant focus for ECO. We say a
fond farewell to Mariette Ver-
meylen-Nuyts, head of the Bel-
gian patient group, VAGA, who
has been with us since the star-
tin 2008. Thank you.

PERHAPS YOU CAN HELP BY
MAKING A DONATION!
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