
FFOOCCUUSS  OONN::  

PPEEOOPPLLEE  WWIITTHH  RRAARREE  DDIISSEEAASSEESS  --  

IINNDDEEPPEENNDDEENNTT  AANNDD  FFRREEEE..  

TTOODDAAYY  AANNDD  NNOOWW!!  
 

      

 Dear friends, 

 

It is a very special edition of "Rare Diseases & Orphan 

Drugs" for several reasons. 

Just a year ago this newsletter appeared for the first 

time. It was an initiative, which started a little bit as fun. But it 

is an indisputable fact that it proved to be a very successful 

and timely activity. Through it we have succeeded in raising 

interest among patients and physicians to discuss the current problems in this area and to undertake joint 

actions. We should only mention the increasing feedback after each edition, which is a sure sign that our 

words are heard and our messages are received. Rare diseases stakeholders in Bulgaria need to be informed 

about what is happening in our country and in Europe. "Rare Diseases & Orphan Drugs" has begun working 

precisely on this task – to become a bridge for exchange of information between all the Bulgarian rare 

diseases stakeholders. Here we should emphasize that we warmly welcome any reactions, comments and 

suggestions. For us, the only objective viewpoint has always been this one, which compromises and respects 

all the mutual interests of doctors and patients. We hope with your help to continue in this upgrading 

manner. 

The main theme of the current edition is physical medicine and rehabilitation for rare diseases 

patients. Usually many of the problems in the field of rare diseases are associated with lack or difficult access 

to treatment. We want to introduce another point of view, which may prove to be a valuable alternative for 

many patients and their families. In recent time physical medicine, rehabilitation and multidisciplinary 

approach evolved rapidly in Europe and USA. In our country they were somewhat undeservedly unnoticed, 

but patients and doctors gradually began to rediscover them. On page 4-11, you can find interesting facts 

about this therapeutic approach and read stories and testimonials of patients and medical professionals. 

Next on page 2 we present a new, large-scale and ambitious research project on rare diseases, and on 

page 3 you can get acquainted with the recent European recommendations for centers of expertise on rare 

diseases. 

In conclusion, 

"Rare Diseases & 

Orphan Drugs" team 

would like to greet you 

with the upcoming 

Christmas and New 

Year holidays! Stay 

healthy and be daring 

in your dreams to turn 

them into reality in 

2012! 

  

Happy holidays! 
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SSOOCCIIAALL--EECCOONNOOMMIICC  CCOOSSTT  AANNDD  HHEEAALLTTHH--RREELLAATTEEDD  QQUUAALLIITTYY  OOFF  LLIIFFEE  

IINN  RRAARREE  DDIISSEEAASSEESS  

  

  

  

  

  

  
A new European project on rare diseases is actively starting this December. BURQOL-RD is addressing 

the socio-economic cost and health-related quality of life of patients with rare diseases and their caregivers. It 

is a global European project, coordinated by the Fundación Canaria de Investigación y Salud (FUNCIS), Spain 

and co-funded by the European Executive Agency for Health and Consumers (EAHC). 

The active involvement of patients in this project is crucial because: 

• it is the very first attempt to explore and define the socio-economic burden that patients and their 

families and society as a whole experience for rare diseases 

• this is the very first attempt to address and study the health-related quality of life of patients with 

rare diseases and the effect that the disease has on their everyday emotions and perceptions 

• BURQOL-RD aims to form a new - improved, more comprehensive and more fair understanding of 

the problems of the people with rare diseases and their families, their concerns and needs 

The broad participation of patients in this survey is extremely important because: 

• it will ensure greater representativeness and reliability of the obtained data 

• it will create conditions for consistency and comparison between the results from different countries 

and different diseases 

By filling your rare disease questionnaire, you will help to give a greater and stronger voice to your 

patient association, a clearer picture of the daily difficulties that you face. The results of BURQOL-RD will be a 

fundamental basis for planning and development of future European policies on rare diseases. 

“Rare diseases & Orphan drugs” invites the rare diseases patients to spend 10 minutes of their time 

to show active position and to contribute to the cause of people with rare diseases in Bulgaria and Europe. 

 

What are these questionnaires and how to take part in BURQOL-RD? 
 

The survey is completely anonymous. Response records do not contain any identifying information and all the 

data will be treated in accordance with the Law on Personal Data Protection. 

 

The questionnaire consists of two parts - for the patient and for his/her main caregiver. The patient section is 

in two versions – for children (under 18) and adults. 

 

The study is targeting 10 different rare diseases: 

Cystic fibrosis   Prader-Willi syndrome  Fragile X syndrome 

Hemophilia   Epidermolysis bullosa   Duchenne muscular dystrophy 

Scleroderma   Mucopolysaccharidosis  Juvenile idiopathic arthritis 

Histiocytosis 

 

The survey is being conducted entirely online on http://burqol-rd.eu/bg.html 

 

Take part in the study. In this way you are not only helping yourself, your family and your patient association, 

but you are also helping the Bulgarian society and the whole of Europe! 
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EEUUCCEERRDD  RREECCOOMMMMEENNDDAATTIIOONNSS  OONN  QQUUAALLIITTYY  CCRRIITTEERRIIAA  

FFOORR  CCEENNTTRREESS  OOFF  EEXXPPEERRTTIISSEE  FFOORR  RRAARREE  DDIISSEEAASSEESS  

  
In October 2011 the European Union Committee of Experts on Rare Diseases (EUCERD) has announced 

the elaboration of recommendations on quality criteria for centres of expertise for rare diseases. This 

document will help Member States in developing rare diseases healthcare pathways at national and European 

level. The recommendations are also intended to facilitate the implementation of the upcoming Cross Border 

Health Care Directive Committee in the context of the European Reference Networks. 

The criteria themselves cover the mission and scope of centres of expertise for rare diseases, the 

criteria for designation of such centres, the process for designation and evaluation, as well the European 

dimension of these institutions. It is given considerable weight of the accumulated rare diseases expertise, 

multidisciplinary approach and cooperation with similar European and international organizations in the 

criteria which the current and future centers of expertise on rare diseases have to meet. The 

recommendations are 45 in total, with 16 of them being the criteria for centres designation: 

• Capacity to produce and adhere to good practice guidelines 

for diagnosis and care 

• Quality management in place to assure quality of care, 

including National and European legal provisions, and 

participation in internal and external quality schemes when 

applicable 

• Capacity to propose quality of care indicators in their area 

and implement outcome measures including patient 

satisfaction 

• High level of expertise and experience documented, for 

instance, by the annual volume of referrals and second 

opinions, and through peer reviewed publications, grants, 

positions, teaching and training activities 

• Appropriate capacity to manage RD patients and provide 

expert advice 

• Contribution to state-of-the-art research 

• Capacity to participate in data collection for clinical research 

and public health purposes. 

• Capacity to participate in clinical trials, if applicable 

• Demonstration of a multi-disciplinary approach, when appropriate, integrating medical, paramedical, 

psychological and social needs (e.g. RD board) 

• Organisation of collaborations to assure the continuity of care between childhood, adolescence and 

adulthood, if relevant 

• Organisation of collaborations to assure the continuity of care between all stages of the disease 

• Links and collaboration with other CE at national, European and international level 

• Links and collaboration with patient organisations where they exist 

• Appropriate arrangements for referrals within individual Member States and from/to other EU 

countries if applicable 

• Appropriate arrangements to improve the delivery of care and especially to shorten the time taken to 

reach a diagnosis 

• Consideration of E-Health solutions (e.g. shared case management systems, expert systems for tele-

expertise and shared repository of cases) 

 
The full version of this document is available on EUCERD website – 

http://www.EUCERD.eu/upload/file/EUCERDRecommendationCE.pdf 
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PPEEOOPPLLEE  WWIITTHH  RRAARREE  DDIISSEEAASSEESS  ––    

IINNDDEEPPEENNDDEENNTT  AANNDD  FFRREEEE..  TTOODDAAYY  AANNDD  NNOOWW!!  

It is estimated today that there are between 6 000 and 8 000 distinct rare diseases, affecting between 6 and 

8% of people in their lives. In other words, although rare diseases are characterized by low prevalence, the total 

number of people affected by rare diseases in the EU is around 29 million people. For Bulgaria this figure is about 

400 thousand people. These serious statistics should provide additional incentive for purposeful activity on rare 

diseases issues. Moreover, most of these patients suffer from an extremely rare diseases, which affect one in 100 

000 people or less. These people are particularly isolated and vulnerable, their families are facing unimaginable 

difficulties every day.  

According to the Orphanet database, only about 250 of the thousands of known rare diseases, that can be 

clinically identified, have a code in the existing International Classification of Diseases (10th revision). This outcome 

is comparable with the number of rare diseases for which there is a treatment. For the majority of patients and 

their families there is no effective therapy to date. Consequently, there is no opportunity to have a normal life too. 

Even one of the most ambitious global initiatives in this area – the International Rare Disease Research Consortium 

(IRDiRC) has set itself the objectives to deliver 200 new therapies for rare diseases and diagnostic tools for most 

rare diseases by the year 2020. So, in the most optimistic forecasts the problem with lack of treatment of rare 

diseases will stay for the next decades. 

 Debates on providing treatment and controling access to it are lasting for years. Rare diseases have always 

been  in a particularly complicated position. In most cases, there is no cure, but diagnosis, knowledge and 

experience are also missing. For people from outside it may look like an episode of "House M.D.", but for hundreds 

of Bulgarians this is 

a reality. The 

stories of these 

people do not enter 

into records and 

are only reflected in 

the media as "a 

sensation". No one 

provides clinical 

paths and social 

services to these 

people. They are 

invisible for the 

society and they 

fight alone until 

they could. 

The opposite 

extreme in this 

situation are the 

innovative drugs 

for rare diseases, 

which are called 

orphan drugs. 

Being only about 60 to date, they provide therapy for certain rare diseases. However, in this case there are many 

uncertainties and questions. The first association is always their high price. Not only now, in time of economic 

crisis, but even before the financial arguments were prevailing when taking a decision. This is understandable - 

resources are limited and needs are numerous and growing. But it is no less important the second aspect here. Not 

always the new is much better, much more efficient and safe. Yes, it is true that many new drugs have significantly 

improved treatment outcome and increase quality of life, but this is not always true and not for each patient. The 

combination of these two factors determines the difficult access to the new therapies, which are already approved 

and marketed. So, in the end people with rare diseases remain in a difficult situation - either there is no treatment 

at all or it is very uncertain and not accessible to everyone. 
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What can be done in such situations? Is it possible to help these people and their families? Although it may 

sound a little strange after all the previous considerations, the answer is YES. HELP is existing, there is an 

ALTERNATIVE way to improve functional status and quality of life of patients with rare diseases. 

The charity campaign "Stand in solidarity, give happiness" was organized in October last year. This was one 

of the many initiatives to support people with rare diseases in our country in recent years, but it was perhaps the 

biggest of scale and media interest. In this framework Medical Center "RareDis" donated to the National Alliance 

of People with Rare Diseases vouchers for free treatment. Thus, 10 patients with rare diseases had the opportunity 

to take a one-year treatment course in the center under the supervision of a team of specialists. 

A year later, we have invited three of them to tell their impressions of the stay in "RareDis", the effect of 

the treatment, what they think about the rare diseases problem and how they feel today. The patients’ opinion is 

something very special. In our country it is often sought in cases where it is not necessary, but in important 

moments it may be neglected. Nevertheless, patient satisfaction remains a key indicator of quality and reliability of 

any health care. Modern medicine is now oriented towards the patient – it is all about the patient. The 

personalized approach is being established as a leading principle in the health care of the twenty-first century. 

Of course, our motivation to choose this topic for the pre-Christmas edition of "Rare Diseases & Orphan 

Drugs" is not only to recall the events of a year ago. We decided to pay greater attention to the concept of 

REHABILITATION MEDICINE and the still inadequate and inefficient use of its advantages and benefits in the 

treatment, physical rehabilitation and social integration of people with rare diseases and their families. 

 The only reasonable alternative in most rare diseases cases is the physical therapy for several simple and 

clear factors: 

� it has NO SIDE EFFECTS in 

comparison with most drugs 

� it is SIGNIFICANTLY CHEAPER AND 

ACCESSIBLE for large groups of 

patients 

� it can be used OFTEN ENOUGH TO 

MAINTAIN GOOD LEVEL of 

functional status 

Referral of patients with rare 

chronic progressive disease to rehabilitation 

therapies could prolong survival and 

improve significantly quality of life. Chronic 

diseases carry a degree of irreversibility of 

the pathological process and may cause 

highly individualized responses. Disabilities 

related to the incomplete or absence of any 

remission of the disease, determine the 

need for innovative approaches to 

treatment, highlighting the role of physical 

rehabilitation. 

Indeed, rehabilitation in rare 

diseases is recommended in a wide range of 

cases: 

� delayed recovery after treatment 

� discrepancy between the medical 

and functional status 

� decline in physical and mental 

condition 

� persistence of physical pain and 

mental insecurity 

� unusual disease behavior 

� problems with the new way of life 

� potential role of stress on the 

development of the disease 
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The complete rehabilitation team includes specialists in physical medicine and medical genetics, 

rehabilitators, psychologist, speech therapist and social worker, as well as opportunity to provide other expert 

advice if necessary. The purpose of this complex is to promote education, support and specific treatment, which to 

enable patients and their families to deal best with the difficulties of the disease course, and to gradually restore 

and maintain optimal functional ability. 

Thanks to its multidisciplinary nature, this new approach effectively increases the chances of recovery in 

the majority of patients, and it is widely available from a financial point of view. It is a good point to consider for 

any rare disease whether it worth spending considerable resources for a prolonged treatment with an expensive 

drug with unproven effectiveness, accompanied by poor results and unpredictable side effects, when at the same 

time only a portion of these funds would be sufficient to ensure a quality rehabilitation course and an additional 

package of social services. 

Physical rehabilitation is not a panacea, but it is often economically advantageous and affordable, very 

patient-friendly, and increasingly becoming a vital tool for supporting many rare diseases patients. In Bulgaria, 

more and more medical professionals and patients are convinced of the importance of rehabilitation medicine. The 

thousands of people, whom this treatment has helped, are the best argument in favor. 

 

Our traditional blitz-interview would like to introduce you with Yanko Vasilev (National Gaucher 

Association), Nadia Terziyska and Daniela Virovska (Bulgarian Association of Wilson's disease). 

"Rare Diseases & Orphan Drugs" team would like to use this opportunity to thank them again for 

the sincere answers and assistance! 

 

What is to be a rare disease patient? Tell us how your disease affects your daily regime and your 

lifestyle? 

Yanko Vasilev (YV): There is no big difference with other people and I do not feel different. 

Nadia Terziyska (NT): It is not easy to be a patient with a rare disease in Bulgaria mostly from 

psychological aspect. Many patients feel isolated and doomed. 

Daniela Virovska (DV): I suffer from Wilson's disease. I was 11 years old when I was diagnosed. For 

many years I haven’t been realizing what it means to be suffering from a rare disease. I had the same interests 

as the other children - playing games and going to school. However, I started feeling a little bit different, 

because every day I had to take medicines, I could not eat everything, for example kids’ favorite chocolate, I 

could not play sport or go to dances. I had from time to time to stay in a hospital for treatment and follow-up. 

This definitely had an impact on my life. The fact that there is something wrong with me had always been 

torturing me first as a 

child and then as a 

teenager, exacerbating 

my sensitivity. Later, 

when I grow up, there 

were people who 

changed their behavior 

toward me after knowing 

that I have a rare disease, 

as I am something like 

alien. Today I keep taking 

the drugs every day and 

follow a diet according to 

my disease, but at the 

same time I work, I take 

care of my kids and 

husband and I have fun. 

Me and Wilson disease - 

we are in harmony. My 

everyday life is just like everyone else. 
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Does the Bulgarian society pay enough attention to the problem of rare diseases? 

YV: No, even most people are not aware that there is such a group of diseases. 

NT: No, I personally think that people with rare diseases are perceived as a burden from the rest of 

society. 

DV: I can not say that our society is aware of the problem "rare disease", although in recent years a 

wide publicity was achieved thanks to the patient organizations’ efforts. The state as an institution is not 

undertaking anything yet in this direction. 

 

What are the people 

with rare diseases in 

Bulgaria missing most? 

YV: Certainly people 

with rare diseases need 

more support from 

society and institutions. 

NT: This problem is 

not as material as 

purely human. People 

with rare diseases need 

to be normally 

accepted by others. 

DV: Drugs, adequate 

and comprehensive 

treatment, care and 

commitment by the 

government 

institutions. 

 

How Bulgarian 

institutions can help 

patients with rare 

diseases and their 

families to become an 

integrated part of 

society? 

YV: The most urgent matter stands with the access to expensive medications and their cost. But 

patients with rare diseases also need a moral support. 

NT: Institutions should help us feel independent and free. 

DV: Ministry of Labour and Social Policy may foster the process of rehabilitation and social 

integration of patients with rare diseases and their families. Ministry of Health can facilitate access to newer 

and more effective drugs. 

 

The National Programme for Rare Diseases is just finishing the third year of its implementation. Are 

you familiar with it? Did you feel some improvement for you and your family, your treating medical 

professionals, the other patients with the same disease? 

YV: I don’t know it. But I think now there are more people who know about rare diseases than 

before. The medical professionals are also much better aware of this problem now. 

NT: No. Personally I have not noticed any particular outcome of this program. 

DV: Yes, I am familiar with the program. For me and my family there is a positive change, and for 

patients with Wilson's disease too, as we managed to create a patient organization. However, this is not a 

direct or indirect result of the program. 
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One year ago the initiative "Be in solidarity, give happiness" was held. As part of it, Medical Center 

"RareDis" made a donation of vouchers for a free multidisciplinary rehabilitation for people with rare 

diseases. Up to that moment, what did you know about this treatment and its application specifically 

for your disease? 

YV: I was not familiar with the application of rehabilitation for rare diseases, especially in Gaucher 

disease. But now I realized that this type of therapy can be of great benefit to many different disease patients, 

including rare ones. 

NT: I knew absolutely nothing on this issue. Now I understand how much I have missed. 

DV: I knew nothing. 

 

Now, a year later, what is your attitude towards this type of therapy? Is it necessary for people with 

rare diseases? How you personally assess your situation now? 

YV: Yes, I really feel much better now in terms of physical condition. 

NT: I feel a big improvement in myself - in both physical capacity and social contacts with people. 

DV: Definitely, yes! Multidisciplinary approach is a key for the recovery of patients suffering not 

only from rare diseases. But it must be a state policy about it and in every major city there should be a similar 

rehabilitation opportunity, including physical therapist, physiotherapist, social worker and psychologist. I 

personally feel much better now. 

 

What you thought first when 

coming to the Medical Center 

"RareDis"? What were your first 

impressions? 

YV: I am so much used to 

hospitals that they no longer make any 

special impression to me. 

NT: In genera l do not like 

these places because this is not the 

normal environment for a person. 

DV: I hoped for a positive 

change. 

 

Have you previously had a 

similar course of treatment? What is 

your opinion about the combination 

physiotherapist-psychologist? 

YV: No, but I think both the 

patient and his family will benefit from 

such an approach. 

NT: No.  But I have made for 

myself excellent impressions of the 

team’s individual approach to the 

problems of each patient. I think this 

should be a leading guideline for rare 

diseases treatment and rehabilitation. 

DV: I have not had such a 

treatment. I think it is a wonderful 

combination which should be greatly 

promoted among patients and medical 

professionals, as well as appropriately 

supported by the health authorities. 
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Would you recommend to other patients the rehabilitation services at the Medical Center "RareDis"? 

YV: Yes. There is an effective drug therapy for Gaucher disease, but for the rare diseases, which lack 

treatment, such a support is crucial for the patients and their families. I think rare diseases patients will be 

happy at “RareDis”. 

NT: Of course. Here the typical hospital environment is replaced with a friendly and positive people 

who are helping you relax and recuperate physically and mentally. 

DV: That is the only reasonable alternative in most cases and it is important to take advantage of it. 

 

Should more such specialized services for people with rare diseases be offered in Bulgaria? How do 

they need to be organized? 

YV: Sure, there must be more such centers. 

NT: Yes, I believe that we should devote more resources to these services. Treatment is not only 

taking drugs. 

DV: Yes, such centres should be established in all major cities of the country. 

 

How rare diseases patients themselves can be more actively involved in elaborating policies and 

strategies for rare diseases? 

YV: I personally think that the participation of patients with rare diseases in this process would only 

be of benefit to all. These are the people who "live" with the disease and whom ultimately all of these policies 

are made for. 

NT: Patients can be very helpful – for example in contacts with the media, in organizing information 

campaigns and charities. 

DV: Rare diseases patient organizations in Bulgaria are trying to help addressing these problems by 

any means. We organize many meetings, information campaigns, conferences and seminars. 

 

Finally, what would you wish the readers of "Rare Diseases & Orphan Drugs" on the Eve of Christmas 

and New Year? 

YV: I wish your team and your readers health, happiness, good luck and love! 

NT: Health! 

DV: Health and good luck! 

 

 

 

 

 

 
 

 

 

 

 

 

 
 

 

 

 

 

 

MEDICAL CENTRE “RAREDIS” 
                REHABILITATION AND TRAINING OF 

PEOPLE WITH RARE DISEASES AND THEIR FAMILIES 

 

E-mail: medical@raredis.org 

Address: 24 Landos Street, floor 1 

4000 Plovdiv, Bulgaria 

Phone: +359 32 577 447 

Website: www.medical.raredis.org 
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PPHHYYSSIICCAALL  MMEEDDIICCIINNEE  AANNDD  RREEHHAABBIILLIITTAATTIIOONN  --  

TTHHEE  MMEEDDIICCAALL  EEXXPPEERRTT’’SS  PPOOSSIITTIIOONN  
 

What’s the medical specialist’s view on the issue of rehabilitation of people with 

rare diseases? Our "Rare Diseases Library" expert and Director of Medical Center 

"RareDis" – Dr. Radostina Simeonova, MD, PhD explains the nature and importance of 

this process. 

 

What are actually the Physical Medicine and Rehabilitation? 

Physical Medicine is a clinical specialty that deals generally with the restoration of 

functional abilities of disabled persons, preventing disability and reducing 

complications after illness. This is one of the most multidirectional medical 

disciplines, because in almost any disease you may need some physical therapy, so 

we have not any predefined set of disorders with which to deal mainly. 

Rehabilitation itself is a separate discipline that focuses on several rarely discussed 

aspects of the treatment of a patient, e.g. whether there are any violated social 

rights, if the patient need some legal advise in both personal and professional terms, 

if there is a necessary of prequalification and training for ensuring the economic independence of the 

individual and many other legal and social issues. 

 

How this concept applies for rare diseases, what are its advantages? Are there any disadvantages? 

This concept applies with no less effectiveness for rare diseases, because it usually refers to pain that is 

chronic and lifelong, accompanied by deterioration. The only disadvantage is our healthcare system, which 

limits patient access to this type of care for purely economic reasons, when in fact these people greatly need 

daily care. So, they have to ask and wait for medical referrals from their doctor or specialist. Many patients do 

not know their health and social rights, which is why their inclusion in the system of dispensary observation, 

disability certification, or retirement may delay for years. 

 

Is this kind of therapy recommended for all patients or there are some specific requirements and 

restrictions? 

The treatment process of almost any disorder may require such approach at some stage, but its prescription 

has to be strictly precised and highly individualized for each patient. 

 

What additional skills are required for the 

medical professionals, who are working 

with rare diseases patients? 

I would not say that something special is 

required to work with such patients, but it 

is extremely necessary to handle larger 

volumes of information because of the fact 

that these patients are very few and the 

medical expertise is also scarce. Of course, 

quality treatment also includes working 

with patient’s family, training them how to 

properly care for their relatives in order to 

assure the highest level of daily care. 

 

 

 

 

APPLICATION OF 

PHYSICAL MEDICINE 

AND REHABILITATION 

WITH PROVEN EFECTIVENESS IN: 

 

� Multiple sclerosis (G35) 

� Lateral amyotrophic sclerosis (G12.2) 

� Duchenne muscular dystrophy (G71.0) 

� Guillain-Barré syndrome (G61.0) 

� Spina bifida (Q05) 

� Blepharospasm (G24.5) 
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Why do rare diseases need a multidisciplinary approach? What does your experience show on this issue? 

The needs of rare diseases patients are very diverse, several different systems are usually affected and the 

complaints are highly individualized. Therefore, when treating such a patient, you have to involve the efforts 

of different specialists in conjunction with a psychologist and a social worker in order to obtain adequate 

outcomes. Talking about a holistic approach to patient, it is exactly like this – combining the expertise of 

doctors of different specialties, supporting the patients and their families by a psychologist, as well as 

counseling by a social worker. Last but not least, if we can ensure the economic independence of the patient 

by specific training and professional prequalification, then the way to a better life will be much shorter. 

 

Do the parents and relatives of the patient need to be more closely involved in the treatment process? 

Definitely yes! The closest people know best the needs and complaints of the patient, so it is a big mistake to 

isolate them from the rehabilitation process. 

 

What is the biggest challenge in your daily practice? 

There are no uniform rules, each patient is unique. Some of the patients have more personal problems, 

others’ major concern is the loco-motor restriction, in other patients it is the absence of communication and 

isolation. So, every time we have to adapt to the needs of the patient and his family. 

 

Is there a case in your career that serves you as a model and guide in working with patients with rare 

diseases? 

This is my first patient with a rare disease. I will never forget the crying mother and tiny baby who came to me 

after being labelled as a hopeless and extremely difficult case by other colleagues. Now, after so many years I 

can say that only God knows how and what could be achieved in such severe cases. Rare diseases cases are 

described in medical books in one way, but in reality they are so amazingly different and unpredictable. We 

keep trying to give these people all the love and attention that we are capable of, so smiles and hope to 

return their faces. 

 

What would you wish the readers of "Rare Diseases & Orphan Drugs" on the eve of upcoming holidays? 

Be more tolerant of those who are different. Be always ready to give a hand to those who need, because 

today it’s you helping the others, but tomorrow you'll be helped. Be informed and defend the rights that you 

are entitled under law as decent and equal citizens of this country. 
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Bulgarian Association for Promotion of Education and Science (BAPES) is a non-profit 

non-governmental organization registered under the Bulgarian law on legal persons with non-

profit purposes in 2003. 

The main objectives of the association are: 
• to stimulate research; 

• to encourage development of technologies and their practical application; 

• to support all areas of education and science in medicine. 

________________________ 

 

In 2004 BAPES launched the Information Centre for Rare Diseases and Orphan Drugs 

(ICRDOD) – the first and only Eastern European educational and information service dedicated 

to patients, medical professionals and associations, interested in rare diseases and orphan 

drugs. 

The main functions of ICRDOD are providing free information on rare diseases, 

specialized clinics, laboratories in Europe and the world, bringing together leading experts, 

physicians and patients, creating and maintaining multilingual website for informational and 

educational purposes (www.raredis.org); organizing workshops and conferences; establishing 

contacts with scientific and patient organizations from Bulgaria and Europe. 

ICRDOD is identified as a major and reliable source of information about rare diseases in 

Bulgaria on the website of the European Commission (DG SANCO) – 

http://ec.europa.eu/health/ph_threats/non_com/rare_9_en.htm. 

BAPES together with other European partners has successfully prepared, won and 

implemented 5 major European projects, funded by the European Executive Agency for Health 

and Consumers (EAHC) – ORPHANET (2007-2010), EUROPLAN (2009-2011), RD PORTAL 2 (2010-

2011), BURQOL-RD (2010-2013) and EPIRARE (2011-2014) with a total funding of over € 

6,000,000. Additionally, BAPES has won and implemented one own project (4 EEC RDOD, 

2009), which was co-funded by the EAHC. 
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In 2009, guided by the idea of enlarging and integrating its activities, BAPES started the 

Medical Center “RareDis” - a specialized medical centre for rehabilitation and training of 

patients with rare diseases and their families. Multidisciplinary team of specialists is currently 

preparing intensely modern protocols for medical and social rehabilitation as well as projects 

for medical research. 

More information about us: 
www.raredis.org 
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