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Dear friends and colleagues,

State Institution "The Institute of Hereditary Pathology of the National Academy of the Medical 
Sciences of Ukraine" traditionally holds scientific forums on diagnosing and treatment of 
congenital and hereditary diseases. In 2017, the conference is organized jointly with the 
Communal Establishment "Western U lcrainianSpecialized Children's Medical Center",which
iscollaboratingin dailyworkto provide mod emcare to patients with orphan diseases. On behalf 
of the Organizing Committee, we congratulate you at the annual scientific and practical 
conference with international participation CYSTIC FIBROSIS IN UKRAINE: STATE AND 
PROSPECTSOF DIAGNOSTICS, TREATMENT AND SOCIAL ADAPTATION OF PATIENTS ON THE 
SYMPOSIUM ORPHAN DISEASES OF CHILDREN AND ADULTS to be held
on October 12-14,2017 in Lviv.
One of the most common and well-studied orphan nosologiesis Cystic Fibrosis, with significant 
pro gressand experience to solve its problems in the world and in Ukraine, compared to other 
orphan diseases. Steps taken in solving the problem of DIAGNOSTICS, TREATMENT AND SOCIAL 
ADAPTATION OF PATIENTS with Cystic Fibrosis can be a model for other rare diseases. The 
international conference on Cystic Fibrosis in Lvivwill be held for the second time and will be 
more focused on the experience of other countries and centers, problematic issues of treatment 
of adult patients with Cystic Fibrosis, and discussion of the state of th is problem in different 
regions of Ukraine. A significant part of the conference will be the practical course of 
physiotherapy for Cystic Fibrosis.
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We aim at attracting attention and increasing concern of practical doctors regarding the need 
for early detection of orphan pathology, the total frequency of which reaches 1 in 200 newborns. 
Orphan diseases, which are hereditary in most cases, are associated with the threat of perinatal 
losses, early childhood mortality and disability. The medical and social significance of early 
detection of orphan pathology deepen due to the fact that effective medication is currently 
available that can significantly improve the health and quality of Life of these patients. 
Despitethefact that they occur comparatively rarely (orphan diseases), a patient with orphan 
pathology can come to see any doctor. Therefore, experts in the field of Cystic Fibrosis and other 
orphan diseases are invited to participate in the conference:geneticists, pediatricians, 
pulmonologists, general physicians, obstetrician-gynecologists, neonatologists, physio
therapists,gastroenterologists, nutritionists, psychologists. The participation of world-class 
experts will enable all conference participants to get acquainted with the latest developments in 
the field.
The conference is held at a time that requires the whole medical community to work hard every 
day on the tasks of reforming the health care system of the state. We areconfidentthat the 
conference will provide an opportunity to meet researchers, scientists, practitioners, healthcare 
organizers, social workers, psychologists together to share up-to-date information, knowledge, 
experience, to establish contacts and collaborationto improve the quality of care for patients 
with orphan diseases.
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We welcome guests from all over Ukraine and foreign guests in the city of Lviv, whith its beauty 
and history captivating tourists from all over the world. We hope that an interesting scientific 
program of the conference, along with communication with colleagues and acquaintance with a 
beautiful city, will stick. in your memory for a long time.

We look forward to hearing from you. 

With best wishes, 
Organizing  Committee
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INTERNATIONAL EXPERTSINTERNATIONAL EXPERTS

ElizabethTullis
(Canada)

CF CARE AND TREATMENTIN ADULTS
Theoreticalandpracticalissues.

MD FRCP(C)
Director,TorontoAdultCysticFibrosisClinic
Head,Divisionof Respirology,
StMichael'sHospital
Professorof Medicine
Cystic Fibrosis Canada Chair in Adult CF
Research
Universityof Toronto
Toronto,Canada



INTERNATIONAL EXPERTSINTERNATIONAL EXPERTS

ChristineBear
(Canada)

New drugs for CF treatment. 

The practical results and expectation

Strategies for identifying  those individuals 
with CF who may exhibit the best response to 
the new targeted therapies

Cystic Fibrosis Center, Co-Director. Senior 
Scientist Molecular Medicine, University of 
Toronto Professor



INTERNATIONAL EXPERTSINTERNATIONAL EXPERTS

ValerieWaters
(Canada)

Pathogenesis and treatment of infection 
process in CF. 

The importance of epidemiology control

M.D., University of Toronto, Department of 
Pediatrics, AssociateProfessor The Hospital for 
Sick Children



INTERNATIONAL EXPERTSINTERNATIONAL EXPERTS

Milan Macek
(Prague)

What we are doing for rare diseases: an 
overview of Czech activities and how this is 
relevant to CF

Head of Department of Biology and Medical 
Genetics, Charles University, 
Prague, Czech Republic



INTERNATIONAL EXPERTSINTERNATIONAL EXPERTS

Pavel Drevinek
(Prague)

EU standartsfor CF care. Guidelines matters. 
Detection of pathogenesin CF.

Head of Department of Medical Microbiology 
at the 2nd Faculty of Medicine, Charles 
University and Motol University Hospital in 
Prague, Czech Republic
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HughesGauchez
(France)

The PHYSIOTHERAPY IN CF PATIENTS 

Physiotherapistin MonDocteur, Paris
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PetraYƻƭͫǳƴƻǾŀ
(Slovak republic)

PHYSIOTHERAPY IN CF PATIENTS. Sinus
massage.

Expert consultant for physiotherapy in Cenrum
LIBERTA



INTERNATIONAL EXPERTSINTERNATIONAL EXPERTS

LutzNaehrlich
(Germany)

ECFPR data and importance for Ukraine

Directorof the EuropeanCysticFibrosisPatient
Registry(ECFSPR)
PD, DR of Department of GeneralPediatrics
and PneumologyUniversity Hospital of Giessen 
and Marburg



INTERNATIONAL EXPERTSINTERNATIONAL EXPERTS

Mark Rosenthal
(United Kingdom)

Why we do not do CF treatment? 

MD 
Consultant in PaediatricRespiratory Medicine, 
Royal BromptonHospital, London 
Consultant in PaediatricRespiratory Medicine, 
Portland Hospital, London 
Consultant in PaediatricRespiratory Medicine, 
Cromwell Hospital, London
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Ashok Vellodi
(United Kingdom)

GENETIC DIAGNOSTICS OF ORPHAN DISEASES
Some aspects of lysosomaldisease

European Enjoyment Access Program 
"Genzyme"



INTERNATIONAL EXPERTSINTERNATIONAL EXPERTS

KrzysztofSzczaluba
(Poland)

GENETIC DIAGNOSTICS OF ORPHAN DISEASES
Exomesequencing in the Diagnosis of Rare 
Diseases

Drn.med
Department of Genetics, Medical University of 
Warsaw
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