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ALA activities in 2014 

The national database of 
congenital Facial Anomalies (DFA), 
created by ALA and the Department, 
functions since 2013. To date, thanks 
to the efforts of Peter Radev and Petya 
Tsarvulanova, statistical data could be 
already retrieved from the database: 
http://refer.dfa-bg.org/. For example, 
in March 2015 there were more than 
433 patients and 50 specialists 
registered in the database. 
There is already a statistic, concerning 
70-80% of all the cases in the country. 
We anticipate the most interesting 
when the 2013 and 2014 data of late 
coming heavy or mild cases would be 
fully registered.
The information available for the other 
facial anomalies, different from Cleft 
Lip and/or Palate, is starting to grow as 
well. There are many vascular 
anomalies missed, but I believe that 
even with delay we will succeed to 
include them too. 

More special and interesting 
are the cases of operated elsewhere 
craniostenosis searching for a second 
opinion from us.

In 2014 there are 53 children 
registered with Congenital Facial 
Anomalies (CFA) and a child with 
isolated microanotia. From the 63 000 
live births in the country for 2014, 
those cases represent 59% of the 
estimated cases with facial anomalies. 
There should be around 90 such cases 
in the country for the whole calendar 
year if the frequency in Bulgaria is 
equal to the measured in Europe 1:700 
births. In 2013 the number of births in 
Bulgaria was 61 700, and the 
estimated cases of Cleft Lip and/or 
Palate (CLP) - 86. In our database we 
have 60 children registered with 
Congenital Facial Anomalies, 59 of 
them with CLP, one - with bilateral 
CLP and Treacher Collins 
syndrome(TCS).

In the same edition:

 National Database of Facial
Anomalies

 Activities financed under
ECO and Resurgens projects

 Fundraising in 2014

 Projects financed entirely by
ECO and ALA

 Project “Children of
difference”/ « Les enfants de la
différence »

 General information activities
about first care/primary care
for children having facial
anomalies

The year 2014 was extremely active and full of events. Hereby, we present the 
main ones by topic rather than in a chronological order together with some 
photographic materials and data, illustrating the accomplished by the ALA 
Association and the Department of Craniofacial surgery in Plovdiv.

National Database of Facial Anomalies (DFA)

http://refer.dfa-bg.org/
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According to our experience it 
is very likely, in the future, to come 
across other cases of children born in 
2013 that are still not operated. 59 
registered out of 86, corresponds to 
67% from all the estimated cases in 
the country for 2013.   Each year about 
2 or 3 treated by us patients are not 
registered in the database, due to lack 
of consent. Most often these are 
children living in institutions.
The information obtained already 
allows a comparison between 2013 
and 2014, though these data are not 
final as the following report is 
conducted in the beginning of 2015 
and there might be more cases born in 
2014 still to be registered. 

In 2014 there are 2000 children 
in total, left in institutions, but the 
number of those with facial anomalies 
is still not known. From the 53 children 
registered with CLP in 2014, those 
growing up outside of their families 
are only 3. It is quite possible that a 
part of the missing 37 children are also 
accommodated in foster homes and 
still not planned for surgery. Some of 
them could have only light forms of 
cleft lip and/or palate, or submucous 
clefts, which often remain 
undiagnosed till the start of speech. 

 Probably in future we will 
come across cases with heavy 
accompanying anomalies because of 
which they were not referred to us in 
the early childhood. We are aware of a 
child born in 2015 in Varna with cleft 
palate which is raised in an institution, 
but for the time being we have 
received neither permission for 
registration nor any photographs. 
Most probably he/she will receive 
surgical treatment in Varna (A Home 
for Medical and Specialized Care). If 
however we succeed to get consent, 
more information and pictures, this 
child could be followed in the 
database, although his/her care is 
done in another hospital.

 We have started a new enquiry 
among the parents of children born 
after 2009 regarding the medical 
counselling provided to them in the 
Maternity ward right after the birth. 
The goal is to elaborate a comparative 
analysis of the new results and those 
form 2009. While in 2009 40% of the 
families had been given advice to leave 
their child to a social health care 
institution, the initial results from 2015 
demonstrate that this percentage has 
fallen to 17 %. The cited data are only 
preliminary, but encouraging and 
reveal that the enormous efforts of 
ALA has improved the situation.

2. Solving the problem with the 
password change in parents’ 
profile.

3. Statistics for number, type of 
surgeries performed 
throughout specific year and 
at precise age of the patient.

4. Harmonisation as to allow 
name searching with both- 
Cyrillic and Latin letters.

5. Statistical reporting about 
the three main groups of 
facial anomalies: CLP, other 
anomalies and CLP 
accompanied by other facial 
anomalies.

6. Legal Patent for the database

7. Filling in of new and old 
cases.

In the beginning of 2015 the following 
tasks remain ahead of us regarding the 
Database:

1. Notifying by e-mail all the 
specialists chosen by the 
patient/employer, when there 
is a new post in the database, 
as well as signalling to the 
parents/patients that the 
specialist/s they have chosen 
have written in their profiles.
(already working in may 
2015).
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 In 2014 there were 37 
multidisciplinary consultations held 
with patients with facial anomalies. 
During those consultations some 414 
examinations by a surgeоn were done, 
and when it was necessary - by 
psychologist, speech therapist, 
feeding specialist, otolaryngologist 
and orthodontist.

When it comes to Otolaryngology care 
it has to be mentioned that last 
summer Dr. Atanas Gjulev - a trusted 
specialist of ALA, left the St. George 
University Hospital to become a head 
of the Otolaryngology Clinic in 
“Pulmed” Hospital, located nearby our 
Unit. He continues to work and 
communicate in an excellent manner 
with the patients that we sent for 
consultation and treatment, but the 
change of his work place doesn’t allow 
drains implantation during palate 
surgeries in the Department itself.

The clinic he runs is well equipped for 
diagnosis and treatment of otitis 
serosa and we decided to change our 
working methods by sending our 
patients there two months after their 
palate surgery for a consultation and 
eventual treatment. In such a way we 
provide enough time for cleft recovery 
and normal functioning of the 
Eustachian tubes. Despite the high 
professionalism of  Dr.Gjulev and his 
readiness to help, we consider it better 
to have specialist like him within our 
own department which will provide 
the opportunity to simultaneously put 
of drains during palate operation and 
thus spare a second general 
anaesthesia to our cleft palate 
patients. For the time being we don’t 
have such an option that is why, we 
prefer to continue relying on Dr. 
Atanas Gjulev, despite the 
inconvenience for our patients and 
their parents.

We added to the ALA list of 
confidence-worthy specialists and into 
the Database Prof. Mario Milkov from 
Varna. We are witnessing good 
behaviour towards patients also from 
Dr. Sapundjiev. We came to the 
conclusion that there is a necessity to 
extend the list of people in the 
otolaryngology network in the 
country.

Orthodontic treatment - 30 children 
were treated under a co-financed 
project from 2014, some of them 
being new patients, others having 
their treatment prolonged form the 
previous year. In 2014 a brochure on 
oral hygiene was published and 
disseminated. The brochure was 
created by Dr. Velikova and illustrated 
by one of our patients - Pavleta.

In 2014 we included several 
orthodontists in our database. In Stara 
Zagora- Dr Rajna Dojkova and Dr 
Tonka Vladislavova, in Shumen - Dr 
Katya Keranova, in Razlog - Dr Sylvia 
Lilova, in Sliven - Dr Maria Nentcheva, 
in Burgas - Dr Ivanka Pashova. The list 
of orthodontists we have been 
working with is much longer but only 
the above mentioned were included in 
our Database. Some of them are 
actively cooperating with the Plovdiv 
team, others have expressed their 
interest but without still taking 
concrete cases for treatment.

Speech therapy: in 2014 there was a 
topping-up financing for 44 cases of 
children treated who were directed 
toward recommended by us specialists 
in the following towns: 

Plovdiv and the region - 15 children/M. 
Kazakova, Sofia - 18 children /Zl. 
Boteva/, 3 children - Speech Therapy 
Centers “Pumpelina” /Emilya 
Kostovska and Nina Yordanova/, 
Burgas - 2 children /Iliana Daeva/, 
Varna - 4 children /Galina 
Dobrolevska/, Sliven -1 child /Miglena 
Marinova/, St. Zagora - 1 child /Daniela 
Kroumova/.

Positive results in the speech therapy 
were observed with all children. Some 
of the children will continue their 
treatment during next year.

On the basis of needs assessment, a 
decision was taken to reorganise the 
assistance provided to speech 
therapists - and more precisely to 
organise visits and meetings on spot 
by the coordinator Maria Kazakova. 
Those meetings will provide 
opportunity to discuss particular cases, 
the functioning of the database etc., 
which will help the activities dedicated 
to the treatment of children with facial 
anomalies.

It became clear that some of the 
speech therapists, trained in Plovdiv 
and included into the register, are 
not treating cleft palate children and 
even had refused treatment to 
parents seeking help from them. This 
situation obliges us to better filter in 
the future the specialists to be 
included in the database and to add 
new preconditions for such 
registration, moreover as we are 
investing money and time to train 
specialists in the network.

Activities financed by ECO 
(European Cleft Organisation) 
and Resurgeons
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Trainings organised in 2014 with ECO and 
Resurgens

Language school - some 
members of the multidisciplinary team 
in Plovdiv- Nely Hashova (feeding 
specialist and coordinator of these 
specialists in the country) and Maria 
Kazkova (speech therapist of the Team 
in Plovdiv) attended 6-months English 
language school and already received 
their diplomas.

Management course- 
management training for Jana 
Angelova was previewed and included 
into our budget for 2014. We tried 
several times unsuccessfully to 
subscribe her to such a course in a 
Training centre. Thanks to NGO a 
suitable and even free of charge 
training possibility arose. Jana was 
included in the course and finished it 
with a reward - a project for organising 
a charity event. This project was 
sponsored by NGO with the amount of 
1000 leva, under the condition that the 
event succeeds in collecting a 
minimum of 3000 leva. The project 
was successfully realized.

Fundraising in 2014 

Savina Maneva, a fundraiser in 
ALA - a position financed by 
Resurgens, left the Association and 
since last summer her place was taken 
by Kiril Yankulov. The collected 
additional funds (outside the projects 
in which ALA is participating) are as 
follows: 12 997,00 leva and 1200 euro 
from Association Régionale d’Aide 
Sociale et Familiale et d’Echanges 
culturelles (ARASFEC).

This financing is received for the 
following strands - anaesthesia /
donations/ 2670, 00 leva from project 
based charity event 3 027 leva+ 850 
leva left from the budget for the 
administrative expenses and without 
specific condition 6 450.

In addition, in November in Plovdiv, 
the Community of Plovdiv helped us to 
raise additional funds and ALA 
activities are better known on local 
level.

https://www.facebook.com/photo.php?fbid=47
51729927160&set=pcb.10152785044800202&ty
pe=1&theater  

Between the guests of our charity 
evening we enjoyed the presence of 
the Mayor of Plovdiv- Ivan Totev, of 
Anton Voderman, many employees 
from the Plovdiv community services, 
including regional Mayors and 
Members of Parliament as well as. 
There were artistic performances of 
talented children. During the cocktail 
Prof. Anastassov and Kiril Yankulov 
got the chance to meet some 
community counsellors who showed 
sincere interest of the ALA activities.

In June last year our friends from Varna 
organized a charity event, the benefits of 
which were given to ALA.

http://www.metro.bg/public/vsichki-
storii?utm_campaign=bazaarvoice&utm_medi
um=Default&utm_source=Stories&utm_conte
nt=Default 

Speech therapy camp: a 
Bulgarian speech therapists’ meeting 
was organised in November, last year. 
Regrettably the interest wasn’t so 
high - only 9 speech therapists out of 
20 invited took part in the event. Such 
meeting is also previewed for next 
year and we are expecting higher 
interest, as we have changed the 
providing assistance approach. 

https://www.facebook.com/photo.php?fbid=4751729927160&set=pcb.10152785044800202&type=1&theater
https://www.facebook.com/photo.php?fbid=4751729927160&set=pcb.10152785044800202&type=1&theater
https://www.facebook.com/photo.php?fbid=4751729927160&set=pcb.10152785044800202&type=1&theater
http://www.metro.bg/public/vsichki-storii?utm_campaign=bazaarvoice&utm_medium=Default&utm_source=Stories&utm_content=Default
http://www.metro.bg/public/vsichki-storii?utm_campaign=bazaarvoice&utm_medium=Default&utm_source=Stories&utm_content=Default
http://www.metro.bg/public/vsichki-storii?utm_campaign=bazaarvoice&utm_medium=Default&utm_source=Stories&utm_content=Default
http://www.metro.bg/public/vsichki-storii?utm_campaign=bazaarvoice&utm_medium=Default&utm_source=Stories&utm_content=Default
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Projects entirely financed by ECO and ALA

Assistance to overcome difficulties 
when feeding babies with cleft 
palate. 

In 2014 there were 43 families that 
received assistance from medical 
specialists within the national 
network. Those cases were presented 
and discussed at two meetings. The 
first held in June, was accompanied by 
training for specialists on the 
psychosocial aspects of their work. 
The participants received legitimacy 
cards, issued and stamped by the 
Bulgarian Association of Health Care 
specialists and ALA Association. 

The seminar was led by Professor 
Martin Persson and Sevdjihan Eubova.

The second meeting was held in 
November 2014 and was dedicated to 
analysis and reporting of the work 
done by the present specialists. Each 
participant received a donation - 
laptop. It was Anton Vorderman, ECO 
founder, who made this initiative 
possible. The PCs were immediately 
put into functioning during the 
meeting, as to explore the National 
Database of Facial Anomalies

Mitko Bojinov – a volunteer at that 
moment, helped us with the installing 
of the PCs and with putting them to 
work. 

Project  “Children of difference” (Les 
enfants de la différence).

On the initiative of ECO and especially 
of Gareth Davis, an amateur 
photographer as well, we got in touch 
with two professional photographers- 
Clément Reisky from France and 
Stéphane Simon from Switzerland, 
who took to heart the help to ECO and 
ALA. 

Stéphane Simon

Clément Reisky

Their visit and final objective to realize 
an exhibition-reportage and a book to 
be published in Paris was very 
successful and emotional.



Newsletter | 2014 6 

The initiative started as a project, 
http://fr.ulule.com/la-difference/ which 
only partially succeeded in collecting 
the needed funds, but the visit and 
quite a part of the goals are already a 
fact. 

Gareth Davis 

The two photographers and Gareth 
participated with us at the “Contact 
parents” 
https://www.facebook.com/
photo.php?
fbid=4591245154805&set=oa.10152709
558410202&type=1&theater
group meeting and a lot of interviews 
were taken from parents present at the 
Friday’s consultations.

During a Friday consultation: Rositsa 
Mihailova, Maria Kazakova and a patient 
with his mother, photo by Stéphane Simon.

We visited SMCH (Social and Medical 
Care Home) Yambol where we have a 
patient receiving an excellent care. We 
were very well received and our 
mission was taken seriously by the 
Director and the Team.

Some photographs and a video from 
this action have been already posted 
on our Facebook page but they are not 
entirely ready for an official 
presentation yet. Nevertheless, we 
expect that with an effort they might 
get a “commercial” look as well and 
the eventual incomes would go for 
ECO and ALA causes.

General activities promoting first 
care to children born with facial 
anomalies

On 24th and 25th of March, 2014 we 
organized a course for specialists 
working in our hospital with lecturers - 
Prof.Anastassov, Head nurse Nedialka 
Hashova and the psychologist Rositsa 
Mihailova.

Rositsa Mihailova - presenting some of the 
topics at the course for specialists, organized 
by the “St. George” University Hospital.

Meeting at the Bulgarian Standardisation 
Institute, 28th of April, 2014, gathering 

representatives from Belgium, Romania, 
United Kingdom, Spain, Germany, Lithuania, 

Austria and Bulgaria, and dedicated to the 
CEN 424 document (first care for children born 

with cleft palate)

This document was officially adopted 
in February, 2015. Its translation into 
Bulgarian and distribution are in 
process.

 https://www.cen.eu/news/brief-
news/Pages/NEWS-2015-007.aspx

http://fr.ulule.com/la-difference/
https://www.facebook.com/photo.php?fbid=4591245154805&set=oa.10152709558410202&type=1&theater
https://www.facebook.com/photo.php?fbid=4591245154805&set=oa.10152709558410202&type=1&theater
https://www.facebook.com/photo.php?fbid=4591245154805&set=oa.10152709558410202&type=1&theater
https://www.cen.eu/news/brief-news/Pages/NEWS-2015-007.aspx
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In October 2014, the coordinators of 
the Feeding specialists network 
Nedialka and Kostadinka, participated 
in a conference, held in Shumen. In the 
same period prof. Anastassov 
presented a report about our Database 
during General Surgery Congress in 
Sofia. The full text of this report is 
included in the booklet from the 
Congress.

Our Database, as well as the activities 
of ALA and the Department were 
presented at Congress and at a 
Workshop held respectively in April 
2014 in Bucharest and in November 
2014 in Timisoara. The Association of 
specialists on CLP in Romania was set 
up in April 2014, with prof. Radu 
Spataru from Bucharest at the same 
initiative.

An Association of Parents having CLP children is in process to be set up. The initiative for 
this project came from the parents on this photo.

In Timisoara, prof. Anastassov performed surgeries of children with 
cleft lip and/or palate. The cooperation and the friendship with the Romanian 
colleagues were strengthened. 

In December 2014 our team took part in COST actions.
http://www.cost.eu/COST_Actions/isch/Actio ns/IS1210 

Our team made a presentation dedicated on the importance of the appearance 
and the values of the contemporary Bulgarian society. The presentation can be 
downloaded from here.

http://appearancematters.eu/Confere nce- 

Photo taken in front of the Children’s 
hospital in Bucharest, where guests from 
Lithuania, Ukraine and Bulgaria, as well as 
doctors from Sweden are present (prof. Yan 
Lilja and prof. Hans Mark, who will host the 
forthcoming congress in June 2015 in 
Gotenborg ), all of them are in close 
professional relationship with prof. 
Spataru.

http://www.cost.eu/COST_Actions/isch/Actions/IS1210
http://www.cost.eu/COST_Actions/isch/Actions/IS1210
http://appearancematters.eu/Conference-
http://appearancematters.eu/Conference-
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Craniofacial surgeries in April 2014

In April 2014 the Professors Pellerin 
and Dellhemmes from Lille, France 
were again in the Department of 
Plastic and Craniofacial Surgery to 
perform very complex interventions. 
The visit was financially supported 
by the Fund for treatment of 
Children which covered the travels 
and accommodation expenses for 
the two professors. During one of 
the last operations a tip for bone 
surgery was broken and we couldn’t 
operate one of the planned kids, the 
surgery was postponed for May 
2015.

A very rare and complex operation of 
orbital expansion and simultaneous 
maxillary and mandible distraction 
was successfully performed on 
Konstantin and financially supported

by a French nongovernmental 
association from the town of Gap, 
South France (l’Association 
Régionale d’Aide Sociale et Familiale 
et d’Echanges Culturelles, 
ARASFEC). A financial support of 
1200 euros was received from the 
above mentioned association, and 
ALA donated 3000 euros with which 
we have repaired the broken piece 
for bone surgery and even purchased 
additional instruments so up to date 
the Department is fully equipped for 
craniofacial surgery. We are 
expecting the two professors from 
Lille to come again in May, 2015 and 
to operate and consult many cases 
of extreme complexity. We would 
like to express our gratitude to Agop 
Sarafian who undertook with the 
ocular prosthesis of little Konstantin 
- a process which will last for years. 

During the above mentioned visit, 
Dr. Sunil Richardson a maxillofacial 
surgeon from Nagercoil, South India 
was also present. He has developed 
a new, innovative method of 
Maxillary distraction, which is less 
painful for the patients and very 
suitable for cleft lip and/or palate 
cases. We are planning to apply it in 
2015 on several patients in need of 
such treatment.

Surgical activities in 2014

For the 2014 we reported to Smile Train 143 operations on children with cleft lip and/or palate or 130 patients in total, 13 of 
whom got two simultaneous corrections within the same intervention. In the Database there are 53 primary cases 
included, and also several children raised in institutions with denied registration by the Directors. Beside the cleft 
interventions we also operated other facial anomalies, some - together with the professors Pellerin and Dellhemmes and 
some - independently. We performed several mandible distractions and there is also a progress in the quality of the 
surgical ear reconstruction (with the active participation of Dr. Kostadin Gigov).

surgical ear reconstruction 
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PARTNERSHIP WITH SMILE TRAIN

Visit of Nikki Morin from Smile Train in Plovdiv (8-11 July 2014).

This visit was extremely beneficial for us because we believe to have successfully demonstrated the entire activity of ALA 
and the Department. We met a very intelligent and devoted to our shared cause person. We had many cases and surgeries 
to show. We also invited diplomats from the American Embassy but they couldn’t assist in the initiative. Two medical 
students from Lille came to our Department for their summer exchange program in the same time. The students were 
entirely integrated into our team’s life and we hope that they also had a fruitful stay.

On the photo - from left to right- Nikki Morin, Victoire et Marion from Lille, Jana Angelova, Rositsa Mihailova, Maria Kazakova, Regina Khater, Kiril 
Yankulov, Nedyalka Hashova and Milka.

Anеsthesia Coverage – by the end of the summer in 2014 the financial help received by Smile Train for anaesthesiology 
was ended and we couldn’t receive a contract prolongation due to changes into the accounting deadlines. At the same 
time the Children Reanimation Department (ODARIL), from which our Department is expecting assistance on the matter 
by default, was in shortage of Paediatric anaesthesiologists. As a consequence of all those negative factors we were 
obliged to cancel all interventions planned for November 2014. In December 2014, Smile Train renewed its financial 
assistance for our work. We got also the possibility to recruit an additional anaesthesiologist (new post). Between 
November and December 2014, through our Facebook page, we received important moral, but also financial support from 
many parents and fans. The donations are reported in another chapter of the activity report (charity). This support testifies 
that ALA enjoys and can rely on public solidarity and support. The difficulties in our work came to an end together with the 
end of 2014 and since 2015 we extended our team by employing two new specialists who are dividing one position 
between themselves and are working in the Department two days per week- Dr. Stefan Lazarov, head of ODARIL and Dr. 
Dessislava Kjuchukova. We are glad to be surrounded by real professionals and good people. We express our gratitude to 
the Hospital management and Smile train for their support in solving this problem.
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GOALS AND OBJECTIVES FOR 2015

1. Maintenance and development of the Database, assistance provided by PetyaTsarvulanova and Peter   Radev, 

on the spot participation by MitkoBojinov. 

2. Participation in the international Congress in Goteborg, Sweden

3. Training for NelyHashova in the UK
4. Training and exchange for Maria Kazakova in the UK
5. Participation in already approved projects under Erasmus+, dedicated to demographic and psychological 
factors- Face Value, as well as those financed by ECO and Resurgens, Eurocleftnet.

6. Hosting a COST Conference (8-10 September 2015) with the partnership of the Medical University of Plovdiv

ALA is an applicant in two international projects to be financed by ERASMUS+

1.„  Improving the long-term outcomes in children with congenital anomalies by implementing an Innovative Health 
Educational Module for staff in health care and NGO settings“,  

2.„Cutting Edge Training: Optimising psychosocial outcomes for patients that undergo reconstructive and cosmetic 
procedures via innovative training of health care professionals“ 

Household needs

Our supporters and parents of patients decided to repair one of our rooms by buying materials. Unfortunately the real 
work didn’t take place so we are still relying on parents - volunteers to help us with the renovation. At the same time, one 
of the rooms, already renovated by Petrovi family, is not as attractive now due to regular leaks in the plumbing system and 
the irresponsible hospital maintenance of the infrastructure. So in case of planning any renovations we had to try 
preserving the established by now. 

Room No 4 which was an example for quality regarding to sanitation but is now in the worst condition compared to the other rooms. This 
situation is a result of problems in the whole W&S system of the hospital. We are in urgent need of assistance to preserve the remains of the 
works done by Petrovi family in this room 4 years ago.




