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Welcome to the @ Bustan Palace, Muscat Oman

DISCOVER IMPECCABLE SERVICE AND FLAWLESS MEETING SPACE IN OMAN.

As one of the premier Muscat business hotels, Al Bustan Palace, A Ritz-Carlton Hotel ensures each and every conference is like
no other — an event destined to leave a memorable impression, from the first presentation — to the last celebratory toast.
Impeccable service complements the elegant surroundings of some of the most exquisite meeting space in Oman, including a
beautiful 1,204-square-metre Majan Ballroom. From exclusive board meetings, to high-profile product launches or corporate-
wide celebrations, we offer the following features to ensure a successful event:

More than 44,000 square feet of function space, including the largest ballroom in the capital

The Ritz-Carlton specializes in pairing ideal meeting venues with impeccable service.

Discover Muscat

Muscat is a port the like of which cannot be found in the whole world where there is business and good things that cannot be
found elsewhere.

As the great Arab navigator Ahmed bin Majid al Najdi recognised in 1490 AD, Muscat, even to this day, has a character quite
different from neighbouring capitals. There are few high-rise blocks, and even the most functional building is required to
reflect tradition with a dome or an arabesque window. The result of these strict building policies is an attractive, spotlessly
clean and whimsically uniform city — not much different in essence from the ‘very elegant town with very fine houses’ that the
Portuguese admiral Afonso de Albuquerque observed as he sailed towards Muscat in the 16th century.

Muscat means ‘safe anchorage’, and the sea continues to constitute a major part of the city: it brings people on cruise ships
and goods in containers to the historic ports of Old Muscat and Mutrah. It contributes to the city’s economy through the
onshore refinery near Qurm, and provides a livelihood for fishermen along the beaches of Shatti al Qurm and Athaiba. More
recently, it has also become a source of recreation at Bandar Jissah and Shatti al Qurm, taking advantage of the sandy beaches
that stretch almost without interruption from Muscat to the border with the United Arab Emirates (UAE), over 200km to the
northwest.




Dear Honored Guests,

As Chairman of the Middle East CF Association Medical Advisory Board,
MECFA, Id like to personally welcome each of you to the 1st Middle
East Cystic Fibrosis Conference. It’s an exciting time for MECFA and for
Cystic Fibrosis in the region. With our first annual meeting, we have
brought together experts from the US, Europe and the region to share
their knowledge to advance CF care in the Middle East. MECFA is a
newly developed medical and scientific organization focused on
increasing awareness and disseminating knowledge about the
treatment of CF in the Middle East. This first educational offering and
annual gathering is the perfect platform to launch MECFA.

I'd like to give you an idea of what you can expect and what we hope
to achieve over the next few days. Firstly, we will look at CF in the
Middle East, what has been achieved, what are the milestones and
future needs to advance CF in the region. We will hear from experts at
the CF Foundation and the European CF Society who will impart their experience in advancing CF locally
and internationally.

We will next explore clinical manifestations of the disease, current treatment options and treatments
now in the pipeline.

A major program for MECFA in the future is to develop a regional CF Patient Registry. We have invited
specialists to introduce registries, their benefits and provide us with an overview of PortCF Software.

In addition, we will learn about CF Newborn Screening in the region and future plans to increase
diagnosis through a regional NBS program.

Before | close, I'd like to thank each of you for attending our conference and bringing your expertise to
this gathering. You, CF leaders, have the vision, the knowledge, the wherewithal and the experience to
help us pave our way into the future. You are truly our greatest asset today and tomorrow, and we
cannot improve CF care in the region without your support and leadership. Throughout this conference,
| ask you to stay engaged, keep us proactive and help us shape the future of Cystic Fibrosis in the region.

My personal respect and thanks goes out to all of you.

Adel S. Alharbi, MD. FCCP

Chairman of the MECFA Medical Advisory Board

Consultant, Pediatric Pulmonologist & Sleep Physician

Head, Pediatric Pulmonary Medicine Director, Pediatric Sleep Disorders Center (PSDC), Prince Sultan
Military Medical City, Riyadh, KSA

Clinical Assistant Professor of Pediatrics, College of Medicine, King Saud University, Riyadh.
Chairman, Saudi Pediatric Pulmonology Association (SPPA)

SAUDI ARABIA



Kris De Boeck, MD, PhD

Professor of Pediatrics. Director, Cystic Fibrosis Center, University of Leuven, Belgium

President of the European Cystic Fibrosis Society

Preston W. Campbell, Ill, MD

Visiting Associate Professor of Pediatrics

CEO and President of the CF Foundation, USA

Bruce C. Marshall, M.D.

Senior Vice President of Clinical Affairs

CF Foundation, USA

Alexander Elbert, PhD
Director of Patient Registry Program

CF Foundation, USA

Harry Heijerman, MD

Director of the Adult CF Center
Haga Teaching Hospital, Netherlands
Founding Editor of the CF Journal of Medicine

Carsten Schwarz, MD

Adult Pneumologist, Director of the CF Center,
Lung-Transplantation Program and Endoscopy Unit,

Charité — Universitatsmedizin Berlin




Ann Raman
Mucoviscidoseverpleegkundige
CF- nurse / Clinical trial nurse

Belgium

Dimitri Declercq, MSc

Dietician - diabeteseducator
Pediatrie - Cystic Fibrosis / Endocrinology

Belgium

dra. Hanneke Eyns

Universitair Ziekenhuis Brussel

Lic. Rehabilitation Sciences and Physiotherapy
Senior CF Physiotherapist

Belgium

Arab Pediatric Pulmanelogy fssociation

eccs

CYSTIC FIBROSIS European Cystic| |Fibrosis Society
FOUNDATION * *

ADDING TOMORROWS * K

INTERNATIONAL NURSE SPECIALIST GROUP @
CYSTIC FIBROSIS .
[ it 1 S
TURKISH THORACIC
SOCIETY

International Physiotherapy Group for Cystic Fibrosis
European CF Nutrition Group (ECFNG)




Adel S. Alharbi,MD.FCCP
Chairman of the MECFA Medical Advisory Board

Consultant, Pediatric Pulmonologist & Sleep Physician

Head, Pediatric Pulmonary Medicine Director, Pediatric Sleep Disorders Center
(PSDC), Prince Sultan Military Medical City, Riyadh, KSA

Clinical Assistant Professor of Pediatrics, College of Medicine, King Saud
University, Riyadh.

Chairman, Saudi Pediatric Pulmonology Association (SPPA)
SAUDI ARABIA

Dr.Hussein Al Kindy MD. DCH FRCPC. FRCPCH
Member of MECFA Medical Advisory Board

Senior Consultant Pediatric Respiratory

HOD Child Health Department

College of Medicine and health Sciences — SQU
Sultan Qaboos University Hospital

OMAN

Ibrahim A. Janahi, MD, FCCP, FRCPCH
Member of the MECFA Medical Advisory Board
Professor of Clinical Pediatrics-

Weill Cornell Medicine-Qatar

Senior Consultant and division chief, Pediatric Pulmonology- HMC Executive
director of research - HMC Program director, Arab board pediatrics Chairman,
National Permanent Licensing Committee- MOPH Member, BOG, QCHP HAMAD
Medical Corporation

QATAR

Dr Yazan Said

Consultant, Pediatric Pulmonology and Allergy/Clinical Inmunology
King Fahad Specialist Hospital, Dammam, KSA

CIPP Advisory Board member

SPPA Executive Board member

MECFA Board member

SAUDI ARABIA

Dr Sumayia Al-Oraimi
Dr Siham Al Senani - Consultant Paediatric Gastroenterologist SQUH

Dr Saif Alyaarubi — Consultant Paediatric Endocrinologist SQUH

Prof Bulent Karadag

Vice President of MECFA Medical Advisory Board

Vice President of MECFA Board Trustees

Professor of Pediatrics, Head of the Pediatric Pulmonology Division, Marmara
University Faculty of Medicine, Istanbul

TURKEY

Dr Nisreen Rumman

Board Member of the MECFA Medical Advisory Board
Pediatric Pulmonologist

Makassed Hospital

PALESTINE

Dr Basil Elnazir

PhD (Birmingham), FRCPCH, FRCPI, DCH

Consultant Pediatric Pulmonologist

Chief Medical officer, Al Jalila Children’s Hospital, Dubai- UAE
Senior Clinical lecturer, Trinity College Dublin

Associate Prof , Mohamed Bin Rashid University, UAE- DUBAI
Previous Chairman of the Asthma Society of Ireland

Vice President, Arab Pediatric Pulmonology Association
Secretary of MECFA Medical Advisory Board.

UAE

Prof Dr Mohammad Ashkan Moslehi,
Member of the MECFA Medical Advisory Board

Paediatric Interventional Bronchoscopist,

Consultant Paediatric Pulmonologist, Head of Paediatrics Pulmonology and
Bronchology Division in Shiraz University of Medial science

Chairman of World Association of Bronchology and Interventional Pulmonology
(WABIP)

IRAN

Dr. Saud Al Shabibi — Senior Radiologist SQUH

Dr Azza Al Shithani — Consultant Pediatric Endocrinologist SQUH



Opening Ceremony of the

"1st Middle East Cystic Fibrosis Conference"
Organized by MECFA in collaboration with Sultan Qaboos
University and Oman Respiratory Society
Muscat, OMAN
February 2- 4th, 2017
Under the Patronage of Under Secretory of Ministry of
Health

Dr. Ali Al Hanai

Program Time

1 Holy Qura'an: Dr.lbrahim Al-Busaidi 8:30 AM- 8:35 AM
2 Speach by: Dr.Hussain Al-Kindi 8:35 AM- 8:45 AM
3 Speach by: Dr.Adel Al-Harbi 8:45 AM- 8:55 AM
4 Poem by: Dr.Ahmed Al-Farsi 8:55 AM- 9:00 AM
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MECFC 2017 Program

Oman 04:00 pm to Registration

Auditorium | 08:00 pm

Sidab 04:00 pm to MECFA Board Meeting

Room 05:00 pm

Sidab 05:00 pm to MECFC 2018 - Conference Committee Meeting
Room 06:00 pm

Oman 08:00 am to Registration
Auditorium | 05:00 pm

Oman 08:30 am to Opening Ceremony
Auditorium | 09:00 pm

09:30 am to 10:30 am
Physiotherapy 2017
History & Guidelines

Qurayat
A &B

General role of the specialized CF
physiotherapist

Respiratory Assessment: overview
dra. Hanneke Eyns (PT)

Oman 09:00 am to CF in the Middle East: What Do We
Auditorium | 09:30 am Know?
Dr Hussein Al-Kindy
Oman 09:30 am to The Middle East Cystic Fibrosis
Auditorium | 10:00 am Association (MECFA) — Facing Challenges
together
Dr Adel Al-Harbi, Chair of MECFA
Oman 10:00 am to The European CF Society — Collaborating
Auditorium | 10:30 am for Success
Dr Kris De Boeck

11:00 pm to 11:40 pm

How to eat well in CF

Qurayat

A&B Dimitri Declercq

Oman 11:00 am to The Cystic Fibrosis Foundation (CFF) —
Auditorium | 11:30 am Adding Tomorrow and Living Today
Dr Preston Campbell and Bruce Marshall
(video)
Oman 11:30 am to CF Center Development and Management
Auditorium | 12:00 pm — European Standards
Dr Harry Heijerman




Oman
Auditorium

12:00 am to
12:30 pm

CF Center — The Middle East Experience
Prof. Ibrahim Janahi

Oman 02:00 pm to CF Newborn Screening Program in the Qurayat | 02:00 pm to 02:40 pm
Auditorium | 02:30 pm Middle East — Example Turkey A&B Respiratory Assessment
Prof. Bulent Karadag Inhalation Therapy
dra. Hanneke Eyns (PT)
Oman 02:30 pm to Sweat Chloride Testing — infant to adult
Auditorium | 03:00 pm Dr Nisreen Rumman 2:40 pm to 4:00 pm
ECFS standards of care: Newborn
- . - screening
Oman 03:00 pm to Genetic Testing in CF and Pitfalls . .
Auditorium | 03:30 pm Dr Basil Elnazir Managing lung disease
Nutritional Management/CFRD
Psychosocial support
Oman 03:30 pm to Imaging and radiological monitoring of CF Pregnancy/Parenthood and CF
Auditorium | 04:00 pm ihi
P Dr. Saud Al Shabibi Transplantation/end of life care
Ann Raman
Oman 04:00 pm to Overview of ESPEN-ESPGHAN-ECFS guidelines on nutrition care for infants, children, and
Auditorium | 05:30 pm adults with CF
Dimitri Declercq

07:30 am to MECFA Board Meeting/Breakfast
08:30 am

Oman 08:30 am to Management of CF Exacerbation
Auditorium | 09:00 am Dr Mohammad Moslehi
Oman 09:00 am to Pseudomonas and other bugs in CF
Auditorium | 09:30 am Dr Yazan Said
Oman 09:30 am to The Clinical Experience of Ivacaftor in
Auditorium | 10:00 am Omani CF Patients

Dr Sumayia Al-Oraimi

Vertex

Qurayat
A &B

8:30 am to 09:15 am

Respiratory Assessment: Airway
Clearance Techniques depending
on goals, age and disease severity

dra. Hanneke Eyns (PT)

09:15 am to 10:00 am
Infection prevention and control

Ann Raman

Oman
Auditorium

10:30 am to
11:00 am

Lung Function in CF: Spirometry and Lung
Clearance Index (LCI)

Qurayat

10:30 am to 12:00 pm




Dr Bulent Karadag

Oman
Auditorium

11:00 am
12:00 pm

Treatment Advances in CF and the
Ongoing Management of Pseudomonas
Aeruginosa in Clinical Practice

Drs Harry Heijerman and Carsten Schwarz

Horizon

Nurses knowledge and clinical
skills for improving CF care

Ann Raman

Oman 02:00 pm to CF from childhood to adulthood; closing
Auditorium | 02:30 pm the gaps

Dr Adel Alharbi
Oman 02:30 pm to Airway Clearance Therapies in CF —
Auditorium | 03:00 pm Autogenic Drainage

dra. Hanneke Eyns
Oman 03:00 pm to Nurses role in establishing CF teams
Auditorium | 03:30 pm Ann Raman

Qurayat
A &B

2:00 pm to 3:30 pm

Nutrition and supplements: oral
nutrition and tube feeding

Nutrition in adults

Nutritional management in
comorbidities in CF

Dimitri Declercq

Oman
Auditorium

04:00 pm to
06:00 pm

Patient Registries — Introduction to PortCF software
Alexander Elbert

1. CF Registry history
2. Uses of the registry

3. Scientific research, overview of the publications that use the registry data

4. Overview of CF diagnosis and new CF diagnosis guidelines

4a. Genotyping information in the CF registry

5. CF medications, pulmonary and Gl in the CF registry

6. Complications and comorbidities in the CF Registry

7. Pulmonary exacerbations

8. International collaboration and data comparison

9. Links with external data sources, like multiple causes of death data, lung transplant

registry

10. Future plans

Qurayat 08:00 am to MECFA — CF Registry Committee Meeting (action plan/discussions with Alex Elbert)
A &B 09:00 am

Sidab 08:00 am to MECFA — CF Newborn screening committee meeting

Room 09:00 am
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Oman 09:00 am to Gastrointestinal Disease in CF

Auditorium | 09:30 am Dr Yazan Said

Oman 09:30 am to Liver Disease in CF

Auditorium | 10:00 am Dr Siham Al Senani-Consultant Pediatric
Gastroenterology SQUH

Oman 10:00 am to MVW Nutritionals and CF

Auditorium | 10:30 am Mike Waters from MVW Nutritionals

Qurayat
A &B

9:00 am to 10:00 am
Patient education
Improving adherence
Ann Raman

10:00 am to 10:30

Musculoskeletal Assessment

Posture & Exercise
Hanneke Eyns (PT)
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Oman 11:00 am to New Therapies in the Pipeline Qurayat | 11:00 am to 12:00 pm
Auditorium | 11:30 am Prof. Kris De Boeck A&B Physiotherapy Workshop
Oman 11:30 am to Bone Disease in CF Autogenic Drainage Practice
Auditorium | 12:00 pm Dr Azza Al Shithani-Consultant Pediatric Hanneke Eyns (PT)
Endocrinology SQUH
12:00 to CF Diabetes 12:00 to 12:30
12:30 pm Dr Saif Alyaarubi- Consultant Pediatric Allied Health Question and
Endocrino/ogy SQUH Answers — meet the experts

The MECFC 2017 - organized and hosted by the

www.mecfa.org

Middle East Cystic Fibrosis Association




Treatment advances in CF and the ongoing management of Pseudomonas aeruginosa in clinical practice
Dr Harry Heijerman, Haga Teaching Hospital, The Hague, The Netherlands

Until recently treatment of patients with CF was focused on the prevention and management of the sequelae of
CFTR dysfunction. Although this has led to a considerable improvement in life expectancy, prevention of CF is still
not possible. Over the last years considerable progress has been made by a better understanding of CFTR
production and the understanding of the pathophysiology of the different classes of mutations leading to CF.
Consequently this has led to the development of CFTR correcting and modulating drugs. Treatment according to
classes of mutations is at present the major focus of research in CF. Success has been achieved for some classes of
mutations whereas other classes alike class | mutations appear to be more difficult to correct. Also a considerable
number of patients have mutations that do not fit in to a predefined class. Therefore personalised treatment by
the use of intestinal organoids as outcome predictor is a great promise.

Despite the incremental success of these new drugs many CF patients still suffer from chronic infections with P.
aeruginosa. Also, especially in patients chronically infected with P.aeruginosa CFTR correcting drugs do not help to
eradicate these microorganisms. Current inhaled antibiotics are successful in most patients chronically infected
with P. aeruginosa but a significant number of patients have either no benefit or cannot tolerate them. Therefore
new inhaled antibiotics like liposomal amikacin and inhaled levofloxacin may be an option for these patients. Also
these new inhaled antibiotics hold a promise for difficult to treat infections like Mycobacterium abscessus.

Treatment Advances in CF and the Ongoing Management of Pseudomonas aeruginosa in Clinical Practice
Dr. Carsten Schwarz, Director Division of Cystic Fibrosis, Charité - University Hospital Berlin, Germany.

Cystic Fibrosis is a life-limiting autosomal recessive disorder that affects more than 70,000 individuals worldwide.
Chronic airway infection, bronchiectasis, hypoxemia and hypercapnia as well as defective mucociliary clearance
and bronchial and mucus obstruction are key features of the CF respiratory disease, resulting in a progressive lung
function decline. Pulmonary insufficiency, with extensive airway destruction, is the main cause of death for CF.
Therefore, treatment strategies for chronic infections of the lung are one major focus in CF. Especially the chronic
and mucoid Pseudomonas aeruginosa leads to a vicious cycle of infection and inflammation that influences the
outcome of those patients. Different therapeutic strategies targeting the Pseudomonas infection are now
available. Next to oral and intravenous antibiotics new inhaled antibiotics are promissing new drugs for the
treatment of chronic Pseudomonas infections. Strategies how these inhaled antibiotics should be implemented
into the clinical setting is dependent of the clinical status of the patient, the side effects of the
drugs, the favorable device and the co-colonization with other bacteria than Pseudomonas.
Additional attention is increasingly being given to the inflammation caused by the bacterial
infection. In this context first anti-inflammatory drug studies are implemented in CF. To
influence the broad and heavy immunological reaction to the chronic infection is the target of

those new drug developments.
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Sponsors and Exhibitors

Special thanks to our Gold Sponsor

VERTEX

The MECFC 2017 was supported in part by a

Grant from Pfizer.

HORIZON Nutritionals, LLC
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You asked.

The inCourage” System is now even easier to
use. Canvenient new feotures combined with

our proven, trusted technology deliver user-
friendly therapy you can rely on.

Same trusied fechnaology. Modern new lock and feel.

The Most Vest Sizes
Accommodeates chosl sizes 16%- 607
1o optimize fit and therapy

Easy fo Clean
Mauchine wash and dry
without disassembly

QuickFit Sizing
Provides a repeatable
fil and more consistent,
sffeclive therapy

Active Venting

Enables deep breaths during
theropy to enhance camforl
and promaie beller adherence

NEW Sireamlined, Locking Hoses
*» Secure hose connaclors
convenienlly open when _—~
pluced on the hose pord
for a faster connection

it

» Consisten! pulse pressure
delivered through smaller,
lighter hoses

NEW Easy-Grip Carrying
Handle

Fully integrated for
convenient transporl

NEW Larger Power Swilch
Higher placement on unit
for quick, eusy access

NEW Ha:z:le-Frea Fitar
p.upluc:moni

Eosy pop-off pansl males
filter changes simple

ser-Friendly Control Pansel
Features one-butlon slart
and simple programming
for a wide runge of therapy
session oplions

30% quieter

RPSAAARAARRERI NI ANANNRSY

~

N
inCourage’

SO LI

globalrespiratory

PROVICING THE BEST IN YEST THERAFY

wlvouhiesp raiviea ot cufarglubyl wspiratay ne

Manuel Aviles manuel@globalrespiratory.net
1305-915-9113

www.globalrespiratory.net

) globalresp

iratory
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Delivering MetaTherapy™ Treatment

Through The MetaNeb™ System

o
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Every day, around the world, we enhance outcomes
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We invite you to join us in

Turkey

For the

2"d Middle East CF Conference

Visit www.mecfa.org to learn more



http://www.mecfa.org/

