www.ceefabry.com

This event is financially supported by Chiesi.

The content is independently prepared by the Center for Fabry Disease,

General University Hospital in Prague, The Czech Republic
This event is for healthcare professionals only.

O Chiesi

Global Rare Diseases @7)


https://www.ceefabry.com/

Day 1 - Session 1: LSDs and Fabry disease

9.00-9.15 Welcome and introduction
Ales Linhart

9.15-9.40 Overview of Fabry disease
Ales Linhart

9.40-10.10 Trends in genetics in rare diseases
Stanislav Kmoch

10.10-10.30  The role of METAB-ERN in the management
of rare diseases
Viktor Kozich

10.30-10.50  Coffee break

Day 1 - Session 2: Diagnosis and screening in FD

10.50-11.15 Genetic diagnosis in FD
Lenka Dvorakova

11.15-11.40 Biochemical diagnostics in FD, XCI
Ladislav Kuchar

12.40-12.00 Panel discussion
12.00-13.00 Lunch, transfer of registered participants to the Fabry
outpatient center and infusion unit for Practical

Afternoon Workshop for General Nurses at the Fabry
Centre

Day 1 - Session 3: Major organ manifestations

13.30-14.10  Cardiac involvement and diagnosis
Ales Linhart

14.10-14.40 Pathological aspects of renal disease
Eva Honsova

14.40-15.10 Fabry Neurological involvement
Petra Rekova

15.10-15.30 Panel discussion
15.30-15.50  Coffee break

Day 1 - Session 4: Hands-on sessions

15.50-17.30  Hands on session: split in 4 groups



Group A + B: echocardiography laboratory (45 min)
including Strain assessments then swich with C+D
Ales Linhart, Josef Marek

Group C + D: meet the patient - Effective
communication with patients and their families, ERT
dispensing (45 min) then swich with A+B

Gabriela Dostalova

Day 1- Session 4: ERT

17.30-18.15

18.30

Enzyme replacement therapy - experiences with
pegunigalsidase alfa
Gabriela Dostalova

Departure for the dinner

Day 1 - Afternoon Workshop for General Nurses at the Fabry Centre

12.00-13.00
13:00-13:10

13:10-13:40

13:40-14:10

14:10-14:40

14:40-15:05

15:10-15:40

15:45-16:00

Lunch

Opening of the Workshop at the Fabry Centre
Tereza Frybova

Practical Care for Patients with Fabry Disease
in the Application Centre
Tereza Frybova, Dita Hajkova

The Patient’s Diagnostic Pathway: Genetic Laboratory
and DBS in Practice
Markéta Kreckova, Tereza Frybova

Implantable Venous Ports and Administration
of Enzyme Therapy via a Port
Jana Kubesova

Stock Management and Distribution of Therapy

to Application Centres

Petra Prochazkova-Knytlovd, Markéta Kreckova
Experience from a Fabry Centre Abroad in Slovenia
Anja Zaloznik

Sharing of Experiences, Questions and Closing
of the Workshop
All



Day 2 - Session 5: Cardiac disease in FD - level 2

9.00-9.15 Day 1 wrap-up
Ales Linhart

9.15-9.50 Differential diagnosis in HCM
Ales Linhart

9.50-10.10 Dealing with obstruction
Josef Marek

10.10-10.30  Arrhythmia management
Milan Dusik

10.30-11.00 The case of mistaken identity
(overlooked diagnosis of FD)
Gabriela Dostalova

11.00-11.20 Coffee break

Day 2 - Session 6: Other organ manifestations and experiences

from patients’ management

11.20-11.50 Cutaneous involvement in Fabry disease
Ondrej Kodet

11.50-12.10 Pulmonary involvement and exercise tolerance
Viadimir Tuka

12.10-12.30 Case reports |
Beata Soltésovd

12.30-12.50 Case reports |l
Kristyna Bayerova

12.50-13.00 Panel discussion
All

13.45-14.30  Lunch

14.30-15.00 Screening studies in FD
Gabriela Dostalova

15.00-15.45 Cases from the participants

15.45-16.10  Changing paradigms in FD
Ales Linhart

16.10-16.15 Closing remarks and adjourn



Day 2 - Morning Workshop for General Nurses at the Fabry Centre

9:00-13:00

15:45-16:15

Wrap-up, sharing experiences

Patient and Healthcare Professional Exchange Meeting
Bedta Soltésovd, Kristyna Bayerova, Tereza Frybova,
Dita Hajkova, Anja ZaloZnik

Changing paradigms in FD, Closing of the Workshop
Ales Linhart

Eiselt Hall







