4™ INTERNATIONAL UAE

0@ RARE DISEASE SOCIETY CONGRESS
United for Rare: Empowering Families, Advancing Care
WORKSHOPS

13:00-13:50 Registration

September 18, 2026 - Friday
Le Meridien Dubai Hotel

13:50-14:00 Welcome & Introduction

TRACK A

14:00-15:00 Workshop 1:
Diet as Management of Rare Diseases
Instructor: Ms. Masooma Al Jasmi, UAE

TRACK B

14:00-15:00 Workshop 2:
Genetic Counseling
Instructors:
Mr. Bassam Jamal, UAE

TRACK A

15:00-16:00 Workshop 3:
Metabolic Emergency Management
Instructor: International Speaker

TRACK B

15:00-16:00 Workshop 4:
Genetic Testing Results: How to Interpret
Instructor: Dr. Azza Attia, UAE
Dr. Laura Winter-Paquette, UAE

16:00-16:15  Coffee Break

TRACK B

16:15-17:15  Workshop 5:
Bleeding Disorders
Instructor: Dr. Eman Alshamsi, UAE

16:15-17:15

Workshop 6:
Newborn Screening
Instructor: International Speaker

17:15 End of Workshops
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FAMILY DAY TRACK September 19, 2026 - Saturday Q_Q/

Le Meridien Dubai Hotel

YIS TOPICS SPEAKER

08:00-08:50 Registration Jiouwill
08:50-09:00 Welcome & Introduction doadollguiinyill

Session 1: Premarital Genetic Screening  ¢lgl J16 Lo pdinllyandll

Chair: Dr. Fatima Abdulaziz — Dr. Mariam Alshehhi

09:20-09:40  6anioll Ayl UlloVl Aga L0 elgl Jud Lo i)l uanl e dAfilio dyjlga dunla
Premarital Genetic Screening in the UAE Dr. Ali Al-Beshri and Dr. Suad Alawar

Q & A/ Panel Discussion  dugaig diwi

09:40-10:20 Official Inauguration  6lclgW\ilelloypaig foidol) ool elitovl
10:30-10:45 Coffee Break dalyiwl

Session 2: From Hope to Impact: Initiatives that changed the lives of the Rare's QWi 8la wpre ljabio it ol Joll (o

Chair: TBA

10:45-11:.05 Welcome & Introduction  dlilll @ol wiinyill dols Mrs. Nafisa Tawfiq — UAERDS Chairperson

11:05-11:25  upsoll sl Johiduigon Joll Eln 6j5lay J5Ledl - Ygisj roni Al
Association Moon Voice — Morocco Mr. Ahmed Zainoun — winner of hope maker 2025

11:25-11:45 TBA droganldanl@)ro uuh) il — ool Aol

I Qogan] digildll ygduiul 6 )5la — oall ulani dé)anll

Shamsa AL Mehairi - Acting Head of the POD Friendly
Government Entity - Government of Dubai Legal Affairs
Department

11:45-12.05 TBA TBA
12:05-1215  TBA TBA

12:15-13:15  Lunch Break & Prayer o\l dalyiwl

Session 3: POD Government Services Programs o)l ulanl dioganlltilorall doly
Chair: TBA
13151325  ooallulanioes doly — 61wl 6)ljg - ol Ulani 6jla] TBA
POD Support programs at POD Department- Ministry of Family
13:2513:45  ooallulanioea doly — 6wl 6)ljg - poadl Ulani 1) Abplalalg jla pao — pdoausll AlA
POD Support programs at Department of Social Services - Sharjah Khaled Al Abdouli - Director of Wahat Al-Rushd
13:45-14:05 POD Support programs ool ulani oes doly TBA

14:05-14:25  POD Support programs and child protection poallulanigdehlidlondoly  TBA
14:25-14:35 Q& A/ Panel Discussion Gugaig diwf
14:35-14:50 Coffee Break dalyiwl
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FAMILY DAY TRACK September 19, 2026 - Saturday Q_Q/

TIME TOPICS

Session 4: Quality of Life: Between Family Stability and Advances in Treatment

Chair: Mrs. Nashemya Alfili

Le Meridien Dubai Hotel

SPEAKER

Wil jginig il jloiwVl gy 6Ll 63g2

11:05-11:25  Wlhanillg &8lg)l (1 ooall ulani elgj Ulgisy dubléi duula

A Panel Discussion on the Marriage of People with Disabilities: TBA
Between Reality and Challenges

15110-15:40  dueanllyUAal/ pdialledsll/ Eiilldel)j—8jallualoll sl ra (e Gl
Treatment Approaches for Rare Diseases: Bone Marrow Transplantation, TBA
Gene Therapy, and Stem Cell Therapy

15:40-16:00  TBA TBA

16:00-16:20  TBA TBA

16:20-16:30 Q & A/ Panel Discussion dugaliq diwi

Sponsors Awarding and Closing & End of Day  dljlsJl rogy @olipolia — éle i oy 1A




SCIENTIFIC PROGRAM

4™ INTERNATIONAL UAE
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TIME

TOPICS

08:00-08:50 Registration

September 19 - Saturday
Le Meridien Dubai Hotel

SPEAKER

08:50-09:00

Welcome & Introduction

Session 1: New Era of Metabolics

Session Chair: Dr. Fatma Abdelaziz, Dr. Mariam Al Shehhi
09:00-09:20
09:20-09:40

09:40-10:00

Inborn Error of Metabolism in Adults
Premarital Genetic Screening in the UAE

Q & A/ Panel Discussion

10:00-10:45 Official Inauguration

10:45-11:00

Coffee Break

Session 2: Innovation in Rare Disease

Chair:

Dr. Ali Al-Beshri

Dr. Suad Alawar, MOHAR Dr. Ali Al-Beshri
DOH, EHS, DHA, other Government Entities

11:00-11:20
11:20-11:40
11:40-12:00
12:00-12:30
12:30-12:40
12:40-13:30

Newborn Screening by Next Generation Sequencing, Challenges, & Benefits
Novel Diagnostic / Laboratory Methods
Novel Therapeutic Approach to Metabolic Genetic Disorders

Industry Symposium 1
Q & A/ Panel Discussion

Lunch Break & Prayer

Session 3: Metabolism and Biochemical Genetics

Chair:

Dr. Hamda Abulhoul, UAE
Dr. Osama Aldirbash, UAE
Dr. Amal Mohammed Alhashem, UAE

TBC

13:30-13:50

13:50-14:10
14:10-14:30
14:30-14:50
14:50-15:00
15:00-15:10

Progress in Gene therapy for metabolic liver disease- From
transplant to the future

Updates on Phenylketonuria

Insights on Lysosomal Storage Disease
Porphyria, insights on new treatment

Q & A/ Panel Discussion

Coffee Break

Session 4: TBA

Dr. George V. Mazariegos, USA
Dr. Amal Al Tenaiji, UAE

Prof. Fatma Aljasmi, UAE

Dr. Nadia Alhashmi, Oman

Chair:

15:10-15:30
15:30-15:50
15:50-16:10
16:10-16:30
16:30-16:40
16:40

Eye dentifying Rare Diseases using Ocular Clues
Pediatric Metabolic Stroke: Recognition & Acute Care
Autism, Insight about Genetics

Industry Symposium 2
Q & A/ Panel Discussion
Closing & End of Day 1

Dr. Ken Nischal, USA
Dr. Fatima Yousif Ismail, UAE
Dr. Mariam Alshehhi, UAE

TBC
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TIME TOPICS

08:00-08:50 Registration

September 20, 2026 - Sunday
Le Meridien Dubai Hotel

SPEAKER

08:50-09:00 Welcome & Introduction

Session 5: Metabolic Emergencies

Chair:

09:00-09:20 Updates in MPS Il Management

09:20-09:40 Insights on Urea Cycle Defects

09:40-10:10  Genetics Role in Intensive Care Management
10:10-10:30  Industry Symposium 3: TBC

10:30-10:40 Q & A/ Panel Discussion
10:40-10:55 Coffee Break

Session 6: Treatable Metabolic Disorders

Chair:

Dr. Hind Alsharhan, Kuwait
Dr. Noura Aldhaheri, UAE

Dr. Ahmad Abou Tayoun, UAE
Dr. Sareea Al Remeithi, UAE

10:55-11:15  Vitamin Responsive Disorders
11:15-11:35  CTX, rare cause of adult neurological disease
11:35-11:55  Ataxia, treatable causes

11:55-12:15  From genetics to hemodynamics: hereditary pediatric pulmonary
hypertension from genetic perspective

12:15-12:25 Q & A/ Panel discussion
12:25-13:25 Lunch Break | Prayer | Poster Presentation

Session 7: Genetics
Chair:

Dr. Tawfeg Ben Omran, Qatar
Dr. Arif Khan, UAE
Dr. Aman Sohal, UAE

Dr. Ahmed Adel, UAE

13:25-13:45  Genetic Testing in Epilepsy: A new landscape for precision care
13:45-14:05 Obesity, Genetic Perspective

14:05-14:25  Re-thinking Growth Promotion in Skeletal Dysplasias
14:25-14:45  Pitfalls in metabolic emergencies/cases based

14:45-14:55 Q & A/ Panel Discussion

14:55-15:05 Coffee Break

Session 8: Ethics & Research
Chair:

15:05-15:25 Ethics meets Genetics
15:25-1545 What's Next: Genetic Testings are Negatives
15:45-16:05 Interpretation of Genetic Results, Cases

16:05-16:25 Industry Symposium 4
16:25-16:35 Q & A/ Panel Discussion
16:35 End of Conference

Dr. Mohamed Babiker, UAE
Dr. Asma Deeb, UAE

Dr. Zulf Mughal, UAE

Dr. Moen Alsayed, KSA

Dr. Moen Alsayed, KSA
Dr. Hiba Alblooshi, UAE
Dr. Heba Elabd, UAE

TBC



