4™ INTERNATIONAL UAE
0? RARE DISEASE SOCIETY CONGRESS

United for Rare: Empowering Families, Advancing Care

CONGRESS AGENDA

TIME TOPICS

08:00-08:50

Day 1 | Saturday | September 19
Le Meridien Dubai Hotel

o o

QQ.Q/

SPEAKER

Registration Jrouwill

08:20-08:30  Welcome & Introduction Aoa8ollguiinyill

Session 1: Premarital Genetic Screening (Great Ballroom 1)

Chair: Dr. Fatima Abdulaziz & Dr. Mariam Alshehhi

clol Jud Lo pdnllyanall

08:30-08:50  Inborn error of metabolism in Adults
08:55-09:40  Jwblopdinliuandliyediyiiiiodylgadiula
6aniolldy=lviljloVldga o elgil
Premarital Genetic Screening in the UAE
Q & A/ Panel Discussion  ¢ugalig dliwi
09:40-10:20 Official Inauguration oledlg Uil oypaig 1oiGol) powpl eliioll
10:20-10:35 Coffee Break Aalyiwl

MAIN HALL (Great Ballroom 1)

Session 2: Innovation in Rare Disease
Chair: Dr. Amal Al Tenaiji & Dr. Noor Almeheri

Dr. Ali Al-Beshri

rolegdypnldihglirode il - il ple.s
(olgi L Quiti o -rogitall
Eolinollylégedanllé)ljg- jg=dlaleiw.a
—oaballpde. s/ puAlllsalew
VAo -Jol fedpaald
Dr. Ali Al-Beshri - Consultant Clinical
Genetics & Genomics- Tawam Hospital
Dr. Suad Alawar- MOHAP -
His Excellency Judge / Ali Elthabahi -
Senior Judge in Cassation - Dubai Court

10:35-10:55 Porphyria, insights on new treatment
10:55-11:15 Novel Diagnostic / Laboratory Methods
11:15-11:35  Novel Therapeutic Approach to Metabolic Genetic Disorders
11:35-12:05 Symposium 1 Sanofi

Beyond the Spleen: The Neurological Face of Gaucher Disease
12:05-12:15 Q & A/ Panel Discussion Lwijlad lnlé
12:15-13:15  Lunch Break & Prayer

MAIN HALL (Great Ballroom 1)

Session 3: Metabolism and Biochemical Genetics
Chair: Dr. Amel Aljasmi Almaeeni & Dr. Noura Aldhaheri

Dr. Nadia Alhashmi, Oman
Dr. Osama Aldirbashi, Qatar
Dr. Amal Mohammed Alhashem, UAE

Dr. Amal Alteneiji, UAE

13:15-13:35 New and rare Inherited bone marrow failure syndromes

13:35-13:55 UNICAS: Sant Joan de DeuHospital's Innovative Strategy
to Address Rare Diseases

13:55-14:15 Insights on Lysosomal Storage Disease

14:15-14:35 Updates in MPS Il Management

14:35-14:45 Q&A/ Panel Discussion [wild gingsd

14:45-15:00 Coffee Break Lwiplna

15:00-15:20 Symposium 2 GenPharm - FAODs: When Fat Can'’t Fuel
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Dr. Leslie Lehmann, USA

Dr. Encarna Guillen, Spain

Prof. Fatma Aljasmi, UAE
Dr. Hind Alsharhan, Kuwait

Dr. Amal Altenaiji, UAE
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Le Meridien Dubai Hotel

TIME TOPICS SPEAKER

MAIN HALL (Great Ballroom 1)
Session 4: Genomic Insights and Emerging Precision Therapies
Chair: Dr. Faizah Hashimy & Dr. Halima Aldhanhani

15:20-1540 NFIX missense variants that disrupt the B-hairpin loop result in a
severe form of Malan syndrome in adolescence with rapidly evolving

scoliosis and muscle wasting Dr. Benjamin Cocanougher, USA
15:40-16:00 Advanced Therapies Program of Sant Joan de Deu hospital Dr. Fatima Nufiez, Spain
16:00-16:20  Autism, Insight about Genetics Dr. Maryam Alshehhi, UAE

16:20-16:40 Decoding PACS1 Syndrome: From Gene Discovery to Precision Therapy Dr. Gary Thomas, USA
16:40-16:50 Q & A/ Panel Discussion  [wild glagsi

16:50-17:00 Sponsors Awarding and Closing & End of Day
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CONG RESS AGENDA Day 2 | Sunday | September 20

Le Meridien Dubai Hotel

TIME TOPICS SPEAKER

08:00-08:50 Registration

08:50-09:00 Welcome & Introduction
Session 5: Metabolic Emergencies (MAIN HALL-Great Ballroom 1)

Session Chair: Dr. Mahra Alfattan & Dr. Ali Al-Beshri

08:30-08:50 Beyond the hospital: Taking rare disease care home Dr. Hamda Abulhoul, UAE
08:50-09:10 Insights on Urea Cycle Defects Dr. Noura Aldhaheri, UAE
09:10-09:30  Genetics Role in Intensive Care Management Dr. Fatma Ali Rabea, UAE

09:30-09:50 Symposium 3 Biomarin - Taiba Access Rare Symposium
Achondroplasia: From Pathophysiology to Targeted Therapy Dr. Sareea Al Remeithi, UAE

09:50-10:00 Q& A/ Panel Discussion
10:00-10:15 Coffee Break
10:15-10:35 Symposium 4 - Immedica

Unlocking the Mystery: A Rare Disorder as a Treatable Cause of Dr. Amal Altenaiji, UAE
Spastic Diplegia

Session 6: Treatable Metabolic Disorders (MAIN HALL-Great Ballroom 1)

Chair: Dr. Dalia Alraei Said & Dr. Heba Elabd

10:35-10:55 Vitamin Responsive Disorders Dr. Tawfeg Ben Omran, Qatar
10:55-11:15 CTX, Rare Cause of Adult Neurological Disease Dr. Arif Khan, UAE

11:15-11:35 The New Landscape for Precision Medicine Dr. Theodore W. Laetsch, USA
11:35-11:55 From Genetics to Hemodynamics: Hereditary Pediatric Dr. Ahmed Adel Hassan, UAE

Pulmonary Hypertension from Genetic Perspective

11:55-12:15 Symposium 5 - Biologix
Recognize Early, Act Early: Transforming Alpha-Mannosidosis Care  Dr. Fatma Al Jasmi, UAE

12:15-12:30 Q & A/ Panel Discussion
12:30-13:30 Lunch Break & Prayer
13:30-14:00 Symposium 6 - AstraZeneca

HPP Patient Experience
Moderator: Dr. Maryam Al Shehhi, UAE
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