
My point of view or letter to all of you, connected to PWS community ☺ 

 

 

My name is Nikolinka. I am a last year resident medical doctor in Pediatric 

Endocrinology Department and first year PhD student in Varna, Bulgaria. My PhD thesis is 

also about Prader-Willi syndrome. Our Clinic has started to take care of Pradr-Willi patients 

since 2000 and for that reason I have seen those patients from the very beginning of my carrier. 

It turned out that they have became my favourites very soon.  Me and my professor and mentor 

Prof. Iotova, we have managed to build up multidisciplinary team. It happens sometimes to us 

that we have had difficulties in solving some more complicated medical situations with those 

special patients. And fortunately that was the way I have got in touch with IPWSO, just by e-

mail with immediate answer (Special thanks to Linda Thornton). They gave me the chance to 

reach an Expert opinion for free and to become able to help my patients. Then came the next 

step – inviting a member from the IPWSO board to meet our patients and their parents (Special 

thanks to Susanne Blichfeldt). It was great, for all of us and so useful to listen to somebody who 

is really experienced and highly qualified.  

 And after that the comes the Grant and the International meeting (special thanks to 

IPWSO board, Marguerite, Agnes and Cuban colleagues for the perfect organization). It was 

an unforgettable experience for me. The most important thing was the communication between 

many different people from all over the world, all of them strongly connected with the 

syndrome, all of them so nice and friendly. At first – the time we’ve spent together with a 

mother of our patient (special thanks to Denitsa Dimitrova, also IPWSO scholar). I have had 

enough time to hear about the situation at home and what are her concerns. I had the opportunity 

to look on the patients’ life from another side. Not only Denitsa, but all the other parents I have 

managed to speak with. The help me a lot to close the circle. Second – all the doctors, geneticist 

and psychologist – exchanging information for patients, for medications, for research, for 

healthcare system … The colleagues was so cooperative and answered to all my questions. I 

have got back home with such a large collection of e-mail addresses and telephone numbers of 

nice people, who a ready to help the patients. A lot more - the chance to meet the real Experts 

and Researchers, those people who have written and published the guidelines we follow, real 

pleasure to hear the latest news exactly from them – also so friendly and understanding.  

Last, but not least - all the lecturers - spreading knowledge and helping professional to do their 

best for Prader-Willi patients. Many thanks to all of you!  

Thank you for the inspiration you gave me to proceed working! 

For those professionals and caregivers, who want to take part of the next International meeting 

– don’t be afraid to send your application forms for Travel grant. If you work hard and you are 

determined to acquire new knowledge, there is a great probability to succeed! Just do it! ☺ 

Hope to see you all after three years in Ireland! 

Kindest regards, Nikolinka. 


