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GREETINGS FROM THE ORGANIZING COMMITTEE

Dear friends and colleagues

Statelnstitution "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 anchereditary diseases. In 2017, the conference is organized jointly with the
Communal Establishment "WesterriddainianSpecialized Children's Medi€anter",which
iscollaboratingn dailyworkto provide modcem care 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
SYMPOSIUM ORPHAN DISEASES OF CHILDREN AND ADULTS to be held

on October 1214,2017 irLviv

Oneof the most common and wedtudied orphamosologiess Cystic Fibrosis, with significant

pro gressand experience to solve its problems in the world and in Ukraine, compared to other
orphan dissases. Steps taken in solving the problem of DIAGNOSTICS, TREATMENT AND SOC
ADAPTATION OF PATIENTS with Cystic Fibrosis can be a model for other rare diseases. The
international conference on Cystic Fibrosikviivwill be held for the second time and will be

more focused on the experience of other countries and centers, problematic i Issues of treatment
of adult patients with Cystic Fibrosis, and discussion of the stalei®problem i
regions of Ukraine. A significant part of the conference will be the practical c
physiotherapy for Cystic Fibrosis.




GREETINGS FROM THE ORGANIZING COMMITTEE

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 dieases, which are hereditary in most cases, are associated with the threat of perinatal
losses, early childood mortality anddisability. 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 othe
orphan diseases are invited to participate in domference:geneticistpediatricians,

pulmonologists, general physicians, obstetrieggimecologists, neonatologistshysio
therapists,gastroenterologistsutritionists, psychologists. The participation of warlass

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 stateard@nfidentthat the

conference will preide an opportunity to meet researchers, scientists, practitioners, healthcare
organizers, social workers, psychologists together to shatte-date information, knowledge,
experience, to establish contacts atwllaborationto improve the quality of care for patients

with orphan diseases.




GREETINGS FROM THE ORGANIZING COMMITTEE

We welcome guests from all over Ukraine and foreign guests in the ¢xyafhith 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




INTERNATIONAL EXPERTS

ElizabethTullis
(Canada

g

CF CARE AND TREATMENTIN ADULTS
Theoreticaland practicalissues

MD FRCP(C)

Director, TorontoAdult Cystid=ibrosisClinic
Head,Divisionof Respirology
StMichael'sHospital

Professonf Medicine

Cystic Fibrosis Canada Chair in Adult CF
Research

Universityof Toronto

Toronto,Canada




INTERNATIONAL 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,-Doector. Senior
Scientist Molecular Medicine, University of
Toronto Professor




INTERNATIONAL EXPERTS

ValerieWaters
(Canada

Pathogenesis and treatment of infection
process in CF.

The importance of epidemiologgontrol
M.D., University of Toronto, Department of

Pediatrics, BsociateProfessor The Hospital for
Sick Children




INTERNATIONAL EXPERTS

Milan Macek
(Pragug

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 EXPERTS

PavelDrevinek

- (Pragug

EUstandartsfor CF care. Guidelines matters.
Detection ofpathogenesn CF.

Head of Department of Medical Microbiology
at the 29 Faculty of Medicine, Charles
University andviotol University Hospital in
Prague, Czech Republic




INTERNATIONAL EXPERTS

I I HughesGauchez
(France

ThePHYSIOTHERAPY IN CF PATIENTS

Physiotherapisin MonDocteuy Paris




INTERNATIONAL EXPERTS

PetraY 2 fm dzy 2 @1
(Slovak republic)

PHYSIOTHERAPY IN CF PATIEBMLS
massage

Expert consultant for physiotherapy@@nrum
LIBERTA




INTERNATIONAL EXPERTS

LutzNaehrlich
(Germany

ECFPR data and importance for Ukraine

Director of the EuropearCystid-ibrosidPatient
Reqistr(ECFSPR)

PD DR ofDepartmentof GeneralPediatrics

and PneumologyJniversity Hospital of Giessen
and Marburg




INTERNATIONAL EXPERTS

) L Mark Rosenthal
aln (United Kingdom)

Why we do not do CF treatment?

MD

Consultant irPaediatricRespiratory Medicine,
RoyalBromptonHospital, London

Consultant irPaediatricRespiratory Medicine,
Portland Hospital, London

Consultant irPaediatricRespiratory Medicine,
Cromwell Hospital, London




INTERNATIONAL EXPERTS

S L7 Ashok Vellodi
2| [N (United Kingdom)

GENETIC DIAGNOSTICS OF ORPHAN DISEASES
Some aspects dffsosomaldisease

European Enjoyment Access Program
"Genzyme"




INTERNATIONAL EXPERTS

H KrzysztofSzczaluba
(Poland)

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

Drn.med

Department of Genetic8/edical Universityf
Warsaw




PROGRAMME AFGLANE
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Cyshic Flepnsg

" CONFERENCE TIMETABLE
Thursday,
October, 12

Hall 3 Panorama Hall Hall 2

09:00-11:00

11:00-11:20
11:30-13:30

13:30-14:30

14:30=-18:00
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Friday,
October, 13

Panorama Hall

||IE".']_"

v;:ttrLa-ﬁ!
" CONFERENCE TIMETABLE

08:30-11:00

11:00-11:30

11:30-13:30

13:30-14:30

14:30-16:30

16:30=17:00

17.00=15:00




PROGRAMME AFGLANE
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Saturday,
October, 14
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Cyshic Floepas

" (CONFERENCE TIMETABLE

s

ASK THE EXPERT

09:00-11:00

11:00-11:30

ASK THE EXPERT

11:30=13:30 Individual consultations
for doctors
and CF patients

13:30-14:00




ORGANIZING COMMITTEE EXPRESS SINCERE GRATITUDE

Scientific and Practical Conference with sympasium 12-14.10 2077
CYSTIC FIBROSIS IN UKRAINE “Orphan Diseases in Children and Adults™ LVIV | UKRAINE

CONFERENCE ORGANIZING COMMITTEE CFU /\ . N Ukralne Paedlatric
EXPRESSES SINCERE GRATITUDE TO THE NMDBICLMIC YKPAIHA CF
VST MRS UKRARE Furoee SId“ Fellowshlp Program

GEMERAL PARTMER

“H.E. Sellers Chalr In Cystic Fibrosls at SickKids Hospital, Toronto, Canada
The SickKids H.E. Sallers Chair fund, has generously supported Dr. Valerie Waters
and Dr. Christine Bear’s participation in the October 2007 Cystic Fibrosis in
Ukraine Conference. The H.E. Sellers Chair in Cystic Fibrosis at SickKids was

OFFICIAL SPONSORS AND PARTHERS oeated to support research that can lead to a cure for cystic fibrosis and to
improve the health and well-being of children with cystic fibrosis. SickKids was
bbott home to the discovery of the CF gene in 1989 by Dr. Lap-Chee Tsui, a previous
ﬂmu for Lita ﬂ ATEIUM m chairholder.”
Ukralne Paedlatric Fellowshlp Program at SickKids Hospltal, Toronto,
ff;:_ﬁ NORSA e
JIAEOPATOFLI
. [OP. FRONTEPA PHARMA The Ukraine Paediatric Fellowship Program began in 2013 and has been
- . - generowsly funded by members of the Ukrainian-Canadian community. The
EH-"‘--—_—-'—"'--.

Program foouses on elevating pasdiatric medical training to build capacity and
improve care for critically il children in Ukraine. Physicians from Ukraine come
) - to 5ickKids in Toronto, Canada to receive advanced training in spacializad areas
SANOFI GENIYME w0 of paediatric medicine (neurasurgery, general surgery, oncology and more). In
addition to this, advisory teams from SickKids travel to Ukraine to provide clinical
consultation. education and training seminars, and further skill development.
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H pediatrics

m physiology

m physiotherapy
m neurology

H genetic

m pulmonology
H neonatology
®m pharmacology

® gastroenterology.
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