P 4™ INTERNATIONAL UAE
©oQ RARE DISEASE SOCIETY CONGRESS

United for Rare: Empowering Families, Advancing Care

FAMILY DAY AGENDA Day 1 | Saturday | September 19

Le Meridien Dubai Hotel

TIME TOPICS SPEAKER

08:00-08:50 Registration Jiouwill
08:20-08:30 Welcome & Introduction Goa&ollguiinyill

Session 1: Premarital Genetic Screening ~ ¢l9Hl J16 Lo pdtnliyanoll

Chair: Dr. Fatima Abdulaziz & Dr. Mariam Alshehhi

08:30-08:50 Inborn Error of Metabolism in Adults Dr. Ali Al-Beshri, UAE
08:55-09:40 Pre-Marital Genetic Screening in the UAE Dr. Suad Alawar (MOHAP)
Dr. Ali Al-Beshri (SEHA)
His Excellency Judge Dr. Hamdan Ahmed Ibrahim Abdullah

Al Balooshi (Dubai Courts)
Q & A / Panel Discussion  dugnig dliwi
09:40-10:20 Official Inauguration 6leplg Wilell oyAiq Joigoll potwl eliioll
10:20-10:35 Coffee Break dalyiwl

FAMILY DAY (Ballroom 1)

Session 2: From Hope to Impact: Initiatives that Changed the Lives of the Rare’s oW I—ou P Uilig: 040U 4y 2416 Dilayr
Chair: TBA

10:35-12:15 Alod Vipan Jiyilo@ U= BLa
Welcome & Introduction

Mrs. Nafisa Tawfig — UAERDS Chairperson

Bringing Them Out of Darkness and Into the Light: A Moroccan (o Lodl ol dylon OO Ao dupai:gill O] Wlo Al (Lo oaala)
Experience in Protecting Children of the Moon—from Humanitarian e Ao danlgo Lo dupai ol Eiaylg A ) odlwidl Josll
Work to Innovation and Scientific Research An Experience in i i &unnollalal

Confronting Xeroderma Pigmentosum

Mr. Ahmed Zainoun, Winner of Hope Maker 2025
Founder and President, Son of Al Qamar Association, Morocco

Mohammed: A Face of moonlight, a heart of patience 1A (o l69.08]l Jgi Lo Ang:2000
Mrs. Subaha Al Shamsi, UAE Jo—I Elin 655y 5181 - Ugisj sonl i
A Nation That Empowers Its People: My Personal Journey from jlaidl odl Qo (o Gun A i)l Gl el a0y (tng
Inclusion to Achievement 1o loauns— Jot UL 816 UAat UnAg oLl Uodys— L B 616 Unad In gl
Shamsa AL Mehairi - Acting Head of the POD Friendly s, 80 —nalslaom. — 016 ilifeilble LA ng o8 b
Government Entity - Government of Dubai Legal Affairs

Department

TBA

Ms. Gabrielle Rosario, UAE

TBA

12:15-13:15 Lunch Break & Prayer lwiylnd lnllé
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FAMILY DAY (Ballroom 1)
Session 3: POD Government Services Programs Jlo@ UAar ol Inagotd —nalu Uaoroo
Chair: TBA

13:15-14:45

POD Support programs at POD Department- Ministry of Family 1216 lnalu Do - gjlé 1—10p6 — sylod Acro lnalu oo
Eman Jassim AlAli

POD Support Programs at Department of Social Services - Sharjah 215 Inalu Uaro. - 9jli6 116 — 11lod acro Inalu Uasro.
Khaled Al Abdouli - Director of Wahat Al-Rushd AVa U=4a9)00— 0341 3l glaley Upiba
TBA

POD Support Programs and Child Protection ool Ulanig Jehll dylon doly

Ms. Fatma Al Marzougi, UAE

Q & A / Panel Discussion {wild glagyd
14:45-15:00 Coffee Break lwiplad
15:00-15:20  Industry Symposium 2 - TAIBA Healthcare (Main Hall - Ballroom 3) Dr. Sareea Alremeithi, UAE

FAMILY DAY (Ballroom 1)

Session 4: Quality of Life: Between Family Stability and Advances in Treatment 2936 Nayld w Nwid ) -5 gilngy U=l
Chair: Mrs. Nashemya Alfili

15:00 - 16:50

A Panel Discussion on the Marriage of People with Disabilities: Ablwd iduind i=igl jola lnalu aeoo s Ugld& glinag ey
Between Reality and Challenges

Speakers: Dr. Nazem, Dr. Abdulla Al Hammami, Dr. Fatema

AlHayyas

Moderator: Ms. Nashmeya AlFili

Treatment Approaches for Rare Diseases: Bone Marrow Therapy AL e g Usle Fopla Uilags — jled BiAlE / Usle Uagion/ IAWLascld
and Stem Cell Therapy Transplantation, Gene

TBA

Health Quality and Community Prosperity Soinglljlaajlgdanlliéaga

H.E. Dr. Eman AlHashmi, UAE

TBA

Q & A/ Panel Discussion  lwild glngid

16:50-17:00 Sponsors Awarding and Closing & End of Day




