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WELCOME MESSAGE

Dear Colleagues,

On behalf of the Scientific and Organizing Committees, as well as the UAE Rare Disease
Society, it is my great pleasure to welcome you to attend the 4th UAE Rare Disease Society
Congress 2026, taking place 18-20 September 2026 at Le Meridien, Dubai. The event will
open with pre-congress workshops on 18 September, followed by the main congress sessions
on 19 and 20 September 2026.

This year's congress is held under the theme: United for Rare: Empowering Families,
Advancing Care, reflecting our collective commitment to strengthening support systems,
advancing scientific knowledge, and improving patient outcomes.

As President of this year's congress, | am deeply honored to host this gathering of
distinguished experts, researchers, advocates, and individuals committed to improving the
lives of those affected by rare diseases. This congress provides a vital platform for sharing
groundbreaking research, fostering collaboration, and advancing progress in the diagnosis,
treatment, and support of patients with rare diseases. Our collective efforts are essential in
addressing the unique challenges faced by this community, and | am confident that the
knowledge, partnerships, and insights gained here will leave a lasting impact.

Although rare diseases are individually uncommon, together they affect millions worldwide,
presenting both complex challenges and remarkable opportunities. Research into these
conditions often reveals fundamental biological mechanisms, offering insights into more
prevalent diseases and driving innovation in diagnostics, therapeutics, and personalized
medicine. This focus not only benefits individuals living with rare diseases but also enriches
the broader medical field, pushing the boundaries of science and patient care.

| warmly encourage each of you to participate actively, engage in meaningful discussions, and
share your expertise. By working together, we can amplify the voices of those living with rare
conditions and move closer to a brighter, more equitable future for all.

Dr. Nuha Alzaabi
Congress President
Metabolic Genetic Consultant
UAE Rare Disease Society
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SCIENTIFIC COMMITTEE

Dr. Nuha Alzaabi
Congress President
Metabolic Genetic Consultant
UAE Rare Disease Society

Dr. Fatma Al Bastaki

BSc, MBBS, DCH, MSc, FRCPC
Consultant Clinical Geneticist -
HMS Mirdif Hospital

Dr. Eman Taryam AlShamsi
MBBS, RCPCH

Consultant Pediatric

Hematologist Oncologist,

Dubai, UAE

Dr. Badria Almurshidi
Specialist

Dubai Health Authority (DHA),
Dubai, UAE

Prof. Shreesh Ojha
Professor of Pharmacology &
Therapeutics

College of Medicine &

Health Sciences, UAE University,
Al Ain, Abu Dhabi

Prof. Fatma Al Jasmi
MBBS,FRCPC, FCCMG

Dean of CMHS, UAEU
Biochemical Genetics Consultant,
Tawam Hospital

Dr. Amal AL Tenaiji
Consultant Clinical Geneticist,
Sheikh Khalifa Medical City

Dr. Mohamed Naveed
Consultant Geneticist

Department of Pediatrics,

Fujairah Hospital,

Emirates Health Services (EHS), UAE

Prof. Bassam Ali

Professor of Genetics and
Genomic Medicine

College of Medicine and

Health Sciences, UAE University,
Al Ain, Abu Dhabi

Dr. Hamda Hassan Khansaheb
Director of Research Administration
and Support; Associate Professor

of Family Medicine

Mohammed Bin Rashid University

of Medicine and Health Sciences
(MBRU), Dubai Health
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ORGANIZING COMMITTEE

Mrs. Nafisa Tawfiq
Chair President
UAE Rare Disease Society

Mrs. Awatif Aljasmi

Head of Administrative Services
Dubai Health Authority’s
Thalassemia Center

Ms. Dalal Al Dhabyani Ms. Aadla Jodat
Director of Operation Executive Administrative
UAE Rare Disease Society UAE Rare Disease Society
= [ =

Dr. Azhar Rahma Dr. Fatima AbdulAziz
Instructor at the Institute of Consultant Pediatric-Clinical
Public Health, Genetics and Genomics

College of Medicine and =

Health Sciences, UAE
=

Mrs. Zalaikha Alhammadi

Senior Specialist - Metabolic Genetic Unit
Dubai Genetic Centre

Dr. Madiha Fathi lbrahim
Consultant Pediatrician

Al Qassimi Women & Children Hospital
AQWCH, Assistant Professor

Sharjah University, UAE
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CONFERENCE OBJECTIVES

* To enhance awareness and understanding of rare diseases among healthcare professionals
and the general public.

e To provide a platform for sharing the latest research, diagnostic, and therapeutic advancements
in rare diseases.

e To facilitate networking and collaboration among stakeholders in the rare disease community.

e To promote patient advocacy and support for individuals and families affected by rare diseases.

e To discuss challenges and opportunities in rare disease diagnosis, treatment, and access to care
in the UAE and the region.

® To educate healthcare providers on the importance of early diagnosis and appropriate
management of rare diseases.

e To improve the quality of life for patients and families affected by rare diseases.

WHY ATTEND THE CONGRESS (KEY POINTS)

e Gain insights into the latest advancements in rare disease research and treatment.

e Network with leading experts, researchers, and clinicians in the field.

® |earn about best practices in diagnosis, management, and care of rare disease patients.

e Connect with patient advocacy groups and families affected by rare diseases.

e Earn continuing medical education (CME) credits.

e Contribute to the growing awareness and understanding of rare diseases in the UAE & the region.
 Discover new opportunities for collaboration and research.

e Stay updated on the latest policies and initiatives related to rare diseases.

® Be part of a community dedicated to improving the lives of those affected by rare diseases.

CME ACCREDITATION

The 4th UAE Rare Disease Society Congress 2026 has been accredited by the European Accreditation
Council for Continuing Medical Education (EACCME®) and is designated for a maximum of 15 European
CME credits (ECMEC?®s).

DAY 1, Friday 18/09/2026 is Accredited for 3.0 CME Hours
DAY 2, Saturday 19/09/202 is Accredited for 5.5 CME Hours
DAY 3, Sunday 20/09/202 is Accredited for 6.5 CME Hours
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TARGET AUDIENCE

* Geneticists * Genetic Consolers

* General Pediatricians * Nurses

e Pediatric sub-specialty e Dieticians

¢ Cardiologists * Metabolic Dieticians

e Pulmonologists e Physiotherapists

e Endocrinologists e | earning difficulties specialists

* Neonatologists e Speech Therapists

® Oncologists e Academic scientists

* Hematologists e Researches

* Ophthalmologists e Medical / Science students

e ENT e |aboratory technologist - Genetics
e Dermatologists * Molecular geneticist

e Neurologists e Cytogenetic specialist

* Nephrologists * Trainers

e Rheumatologists e Rare Heroes / Rare Families / Rare Caregivers.
e Anesthesiologists e Community service providers

* ENT specialist * POD service providers

e Family physicians * Non-Profit Organizations.

* Internalist e Patients Advocacy Bodies.

* Metabolic Consultants e POD/Special Needs Business-Application
* Psychiatrists Developers.

CONGRESS HIGHLIGHTS

e Genetics and Genomics of Rare Diseases

e Newborn Screening for Rare Disorders

e Diagnostic Approaches and Challenges

* Innovative Therapies and Clinical Trials

e Patient Advocacy and Support

e Ethical Considerations in Rare Disease Management

* Rare Disease Registries and Data Collection

 Specific Rare Disease Focus (e.g., metabolic disorders, neurological disorders, etc.)
e The role of Artificial Intelligence in Rare Diseases
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WORKSHOP SPEAKERS

Ms. Masooma Al Jasmi
Head of Clinical Nutrition

Al Jalila Children's Specialty Hospital, - &
Dubai, UAE

Dr. Mahra Al Fattan =
Fellow/ Specialist i, 1
SEHA, Tawam Hospital, %ﬁ |
Al Ain, Abu Dhabi, UAE B y
= ‘
‘\"&;"’-""”
\\\\.,;_ 4

Dr. Eman Taryam AlShamsi
MBBS, RCPCH

Consultant Pediatric

Hematologist Oncologist,

Dubai, UAE

Dr. Badria Almurshidi
Specialist

Dubai Health Authority (DHA),
Dubai, UAE

Ms. Zahra Abdulaal
HPP, Bahrain

Dr. Ahlam Al Marzoogqi

Consultant Rheumatologist &

Internal Medicine Consultant

Al Qassimi Hospital,

Emirates Health Services (EHS), Sharjah, UAE

Mrs. Khadija Ismaeel
Bahrain

Dr. Richa Soni

Physician Clinical Geneticist

Al Qassimi Women's and Children’s Hospital
Emirates Health Services (EHS), Sharjah,

Dr. Dalia Ra'a Said
Clinical Genetics Fellow
Tawam Hospital, Al Ain,

Abu Dhabi, UAE

Dr. Azza Attia

Clinical geneticist,

Head of Clinical Genomics
G42, Abu Dhabi, UAE

Ms. Fatemah Al Awadhi
PICU, NICU & Inborn Errors of
Metabolism Dietitian,

Farwaniya Hospital, Kuwait

Dr. Zahra Alsahlawi

Consultant inborn error of metabolism
and Clinical genetics - Assistant Professor
Government hospitals,

Arabian Gulf University

Ms. Zainab Abdulaal

Bahrain

Dr. Shaden Abdelhadi

Consultant Pediatric Dermatology
Adjunct Professor of Dermatology,
Khalifa University

Sheikh Khalifa Medical City,

Abu Dhabi, UAE



4™ INTERNATIONAL UAE
02 RARE DISEASE SOCIETY CONGRESS

United for Rare: Empowering Families, Advancing Care

WORKSHOP SPEAKERS
/;i Ms. Chaza Alaa Eddin Mr. Imti Rafiq
£ S Registered Nurse IT professional, Qatar
. Sheikh Khalifa Medical City, u
\ | Abu Dhabi, UAE
_ =

Ms. Salama Ali Al Nuaimi Ms. Abrar Al-Othman
Advocate living with EBS UAE
= [ =

Ms. Abrar Al Othman

Media Personality & Influencer; Author
& Epidermolysis Bullosa (EB) Advocate,
Saudi Arabia
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SPEAKERS

Dr. Ali Al-Beshri
Consultant Clinical
Genetics & Genomics
Tawam Hospital, Al Ain,
Abu Dhabi, UAE

Dr. Ali Elthabahi

Judge and Head of the Personal
Status Appeals Circuit

Dubai Courts, UAE

Dr. Hamda Abulhoul
Consultant, Pediatric
Inherited Metabolic Medicine
Al Jalila Children's Hospital,
Dubai, UAE

Dr. Amal Mohammed Alhashem
Consultant/ Professor/

Chairperson Genetic Department

King Fahad Specialist Hospital-

Alfaisal University, Saudi Arabia

Dr. Leslie Lehmann
Director, Clinical Stem Cell
Transplantation Program
Medical Director, International
Hematology/Oncology/BMT
Associate Professor,

Harvard Medical School

[ =

Dr. Fatima Nuhez
Research Deputy Director
Sant Joan de Déu Barcelona
Children’s Hospital, Spain

£
el

Dr. Suad Alawar

Head of Family Health Section/
Public Health Expert/

Consultant Family Physician
Ministry of Health and Prevention
(MOHAP), UAE

Mrs. Nafisa Tawfiq
Chair President

UAE Rare Disease Society,
UAE

Dr. Osama Aldirbashi

Senior Consultant Clinical Scientist
Metabolic Lab, Department of
Laboratory Medicine and Pathology
Hamad Medical Corporation, Qatar

Dr. Amal AL Tenaiji
Consultant Clinical Geneticist,
Sheikh Khalifa Medical City

Dr. Encarna Guillen
Head of Genomic Medicine
UNICAS Strategic Director
Sant Joan de Déu Barcelona
Children’s Hospital, Spain

Dr. Anne Slavotinek

Director, Division of Human Genetics
Professor, UC Department of Pediatrics
Cincinnati Children's Hospital, USA
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SPEAKERS

Prof. Fatma Al Jasmi
MBBS,FRCPC, FCCMG

Dean of CMHS, UAEU
Biochemical Genetics Consultant,
Tawam Hospital

Dr. Hind Alsharhan

Assistant Professor of Pediatrics,

Medical and Biochemical Geneticist
Department of Pediatrics Kuwait University,
Faculty of Medicine, Kuwait

Dr. Maryam Mohammed

AL Shehhi

Consultant - Pediatrics Clinical Genetics
Sheikh Khalifa Medical City,

Abu Dhabi, UAE

Dr. Fatima Rabea

PhD, Mohammed Bin Rashid University
of Medicine and Health Sciences (MBRU)
Dubai Health, UAE

Dr. Tawfeg Ben Omran

Division Chief, Genetic and

Genomic Medicine - Sidra

Senior Consultant,

Department of Medical Genetics - HMC
Professor, Weill Cornell Medical College
Professor, College of Health Services,
Qatar University

Dr. Theodore W. Laetsch
Attending physician, Cancer Center
Children's Hospital of Philadelphia
(CHOP), USA

L =

Dr. Sareea Al Remeithi
Consultant Pediatric Endocrinology
Sheikh Khalifa Medical City,

Abu Dhabi, UAE

Dr. Gary Thomas

PhD, Center for Rare Disease Therapy
University of Pittsburgh School of Medicine
Pittsburgh, PA, USA

=

Dr. Nadia Alhashmi

Head of Training Section at NGC,
Sr. Consultant (Medical Genetic)
Royal Hospital, Oman

Dr. Noura Aldhaheri

Assistant Professor and Consultant,
Clinical Genetics & Metabolism
College of Medicine & Health Sciences,
UAE University

Dr. Arif Khan

Section Head, Pediatric &

Neuro Ophthalmology
Cleveland Clinic Abu Dhabi, UAE

Dr. Ahmed Adel Hassan
Consultant Pediatric Cardiologist
Al Jalila Children’s Heart Center,
Dubai, UAE
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SPEAKERS

Dr. Aisha Abdullah

Director of Primary Health Care Fujairah
Consultant Family Physician,

EHS, UAE

Dr. Zulf Mughal

Consultant,

Paediatric Bone Disorders
Al Jalila Children’s Hospital,
Dubai, UAE

Dr. Moeen AlSayed, Vb, FACMG, MBA

Dr. Asma Deeb

Chair of Paediatric
Endocrinology Division

Sheikh Shakhbout Medical City,
Abu Dhabi, UAE

Dr. Benjamin Cocanougher
Medical Geneticist, Division of Human
Genetics, Physician-Scientist,

Division of Human Genetics

Assistant Professor,

UC Department of Pediatrics
Cincinnati Children's Hospital, USA
=

Dr. Hiba Alblooshi

Assistant Professor /

Professor of Genetics, College of Medicine,
Alfaisal University; Director,MSc Genetic
Counselling Program, Alfaisal University
Consultant, Department of Medical Genomics,
Center for Genomic Medicine; King Faisal
Specialist Hospital & Research Center, KSA

Director of UAEU Genomics laboratory
UAE University, Al Ain, Abu Dhabi, UAE

A

Dr. Heba Elabd

Medical Genetic Consultant
Al Jalila Children's Hospital,
Dubai, UAE

Dr. Mehtab Iqbal

Consultant Pediatric Neurologist
Tawam Hospital, Al Ain, UAE
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FAMILY DAY SPEAKERS

Mr. Ahmed Zainoun
Founder and President

Son of Al Qamar Association,
Morocco
Winner of Hope Maker 2025

Ms. Shamsa Almbheiri

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

Mr. Khaled Al Abdouli
Director - Wahat Al-Rushd
Sharjah, UAE

Ms. Nehad Al Hemeiri
POD Department
Community Development
Authority Dubai, UAE

Mr. Nazem Almanssour
People of Determination and
Senior Citizens Empowerment
Assistant Expert

Dr. Fatema AlHayyas
Specialist Psychiatrist

Sheikh Khalifa Medical City (SKMC),
Abu Dhabi, UAE

Ms. Fida Diyab

Mother of rare hero and founder

and POD monitoring smart watch - TAPY

Mrs. Sabha Al Shamsi
Zayed Higher Organization

for People of Determination,
UAE

Ms. Eiman Jassim Al Ali

Specialist

People of Determination Support Programs
atthe UAE Ministry of Family

Ms. Fatma Al Marzougqi
UAE Ministry of Family

Mr. Rashed Bin Haider

Child Protection Department
Community Development Authority,
Dubai, UAE

Dr. Abdulla Al Hammami

Assistant Specialist - Visual Impairment;
Family and Educational Consultant
Emirates Schools Establishment (ESE), UAE

H.E. Dr. Eman AlHashmi
Founder and Chairperson
Autoimmune Association, UAE
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MODERATORS

Dr. Noor Almeheri

Director, Mental Health Department
and Visiting Consultant Programme
Emirates Health Services, UAE

Dr. Fatima AbdulAziz
Consultant Pediatric-Clinical
Genetics and Genomics

Dr. Faizah Hashimy

Specialist Physician - General Pediatrics,
with a clinical focus on metabolic disorders
Sheikh Khalifa Medical City,

Abu Dhabi - SEHA

Dr. Amel Aljasmi Almaeeni
Assistant Director for Medical Affairs
Consultant OB/GYN,

HOD of OBGYN Department
Fujairah Hospital, UAE

Dr. Waed Sumairi
Clinical Genetics Fellow
Tawam hospital,

Al Ain, Abu Dhabi, UAE

Dr. Halima Aldhanhani
Head of Pharmacy

Fujairah Hospital -

Emirates Health Services

[ =

Dr. Sara Alsuwaidi Mrs. Nashemya Alfili
Consultant Family Physician and UAE Rare Disease

Head of Policies and Standards, =

Hospitals Department
Emirates Health Services, UAE
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WORKSHOPS

13:00-13:50 Registration
13:50-14:00 Welcome & Introduction

Break Out Room 1

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

Pre-Congress | Friday | September 18
Le Meridien Dubai Hotel

Break Out Room 2

14:00-15:00 Workshop 2:
Genetic Counselling in Rare Diseases:
Principles and Practice
Instructor: Dr. Richa Soni, UAE

Break Out Room 1

15:00-16:00 Workshop 3:
Metabolic Emergency Management
Instructors: Dr. Mahra Al Fattah & Dr. Dalia Ra'a Said, UAE

Break Out Room 2

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

16:00-16:15  Coffee Break

Break Out Room 2

Break Out Room 1

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

16:15-17:15  Workshop 6:

How to Apply for IRB / DSREC Ethics Review
for Your Clinical Research
Instructor: Dr. Badria Almurshidi, UAE

17:15

End of Workshops
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FAMILY DAY AGENDA Day 1 | Saturday | September 19

Le Meridien Dubai Hotel

TOPICS SPEAKER
08:00-08:50 Registration JLouwill

08:20-08:30 Welcome & Introduction do190JlgLirnyill

Session 1: Premarital Genetic Screening eloil Ju1s Lo pdinlluanell

Chair: Dr. Fatima Abdulaziz & Dr. Mariam Alshehhi

08:30-08:50 Inborn error of metabolism in Adults Dr. Ali Al-Beshri

08:55-09:40 16 loudinliuandliycdsyithodyjlgaduuly o o Hiipdes
6aniolldpy=livllolldga o 2loil Eolnoll Ylogg Annll6)ljg - josl Al .o

VR PALo-Ugl jLLod LuAls — paballpde. s LAl dalsw

Dr. Suad Alawar (MOHAP), Dr. Ali Al-Beshri (SEHA)
Dr. Ali Elthabahi (Dubai Courts)

Premarital Genetic Screening in the UAE

Q & A/ Panel Discussion  dugaig dUiwi
09:40-10:20 Official Inauguration oledlguilslslloypaig Loidoll oyl 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  (yjalil 6lua Capié ealjalio :pitill GJ] JoVl (o
Chair: TBA

10:35-10:45  dbil=Jl @olp wiunyilldols Mrs. Nafisa Tawfiq - UAERDS Chairperson
10 mins Welcome & Introduction
10:45-11:05 wWi=olujodllJlohidizon 110 ol Elin6j5lan j5lell-Ugijjroniau)
Association moon voice - Morocco Mr. Ahmed Zainoun - winner of hope maker 2025
11:05-11:15  pllgow1lsg jodlljgiyodngrono ool dapn/éa )
Muhammad: A Face of Moonlight, a Heart of Patience Mrs.Subha AlShamsi
11:15-11:35  jlaidl ol @oJl (o Gunaiivll Gilag:oelif o) Uag A6 nlldroganlldaniGo Uil —5pudoll Aol

L dogan) duigildllJgduill 6)ila — oallulanl
Shamsa AL Mehairi - Acting Head of the POD Friendly

Government Entity - Government of Dubai Legal Affairs
Department

10 mins A Nation That Empowers Its People: My Personal Journey
from Inclusion to Achievement

11:35-11:55  TBA Ms. Gabrielle Rosario, UAE

11:55-12:15 Q &A

12:15-13:15 Lunch Break & Prayer 6\nJldalyiwl
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FAMILY DAY AGENDA

TIME TOPICS

FAMILY DAY (Ballroom 1)
Session 3: POD Government Services Programs
Chair: Dr. Madiha Fathi Ibrahim, Ms. Dalal Al Dhabyani

13:15-13:35 mwoallulanioes doly - 6wl 8)ljg - poallulanis)la]
20 mins POD Support programs at POD Department- Ministry of Family

Day 1 | Saturday | September 19
Le Meridien Dubai Hotel

O o

Q.Q,Q/

SPEAKER

ooall ulanl diogan]l tiloaAall @olpy

610¥18)ljg — oo uaraiii Jol ilaal — ple Jlawla Uloyl
Eiman Jassem Al Ali
Inspection Services Senior Specialist — Ministry of Family

13:35-13:55 (owallulani o aoly — d8)uill 6)lol ducloinaVl Ciloaall 6)51a

Aiplalalgla pao —pdoai=ll Al

20 mins POD Support programs at Department of Social Services - Sharjah Khaled Al Abdouli - Director of Wahat Al-Rushd
13:565-14:25  mwoallulaniohlidlon doly ~ Ldojrolidohls.n
) . ) ~A46)uidudyclainVlcloaaliola—6pwilig J@hldylon j5r0 Jao
30 mins POD Support programs and child protection - -
WiLolalaj/dunlaisyl
O3 - Bolinoll dolidita - poall ulanis)la]
Al paalaisayl

14:25-14:35 Q& A/ Panel Discussion ¢ugalg dliwi
14:35-14:50 Coffee Break dalyiwl

FAMILY DAY (Ballroom 1)

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

Chair: Mrs. Nashmeya AlFili

O - Golnoll dleiidiie - Jolnlib)la]
Dr. Fatima Al Marzouqji
Director of the Family and Child Protection Centre -
Sharjah Social Services Department (SSSD)

Nehad Al Hemeiri
POD Department - Community Development Authority -Dubai

Rashed Bin Haider
Child Protection Department - Community
Development Authority -Dubai

Glalslljgiaig swll iVl y 6uall 6390

14:50-15:10  &oinolljlarilgdanliéaga S VolblallUlo)).2/ 6321w
Health Quality and community prosperity i
H.E. Dr. Eman Al-Hashmi
founder and president of Autoimmune Association — UAE
15:70-15:30  Ulol ol delw jliail dns ..y loll Cisin Ll dinoll Ulaeho.a
From Adversity to Safety... The Inspiring Story of the Tapi Dr. Feda Diyab
Aman Smart Watch
15:30-16:45  wlanillg &s8lg)l Y oall Ulani elgjUlgisy duildi duuls ouulisio- jgniolleAU/
A panel discussion on the marriage of people with disabilities: woloaialiae.s
wwlall dolnls.a
Mr. Nazem Al Manssour - Ministry of Family
Dr. Abdulla Al Hammami
Dr. Fatema Al Hayyas
16:45-17:00 Q & A/ Panel Discussion ¢ugaig dliwi
17:00 Sponsors Awarding & CLOSING & END OF DAY  dlil=lirog)aolipmolia—oslepioyial
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FAMILY DAY WORKSHOPS

Sunday | September 20
Le Meridien Dubai Hotel

10:15-12:15  Family Workshop 1 By PTC:
Navigating PKU: From Challenges to Confidence
”“EWEMD Instructor: Ms.Fatemah Al Awadhi

A1 Gl LA (o «(PRU) Ugliad Juipr@ll Gl Udso &o Jol=ill dn)
gl dolnlo 63lLwIlda ol

13:45-15:45 Family Workshop 2 By GenPharm:
Awareness Workshop on Epidermolysis Bullosa (EB)
=CGENPHARM  |nstructors: Dr. Shaden Abdelhadi, Ms. Abrar Al Othman
Ms. Chaza Alaa eddin

:(8B) LelBI 8 iyl YAl A ko Joa dugcqli duiyg
wsaladlate Yol .o Ugyaoll
@10 Lol AWl el@ya 63LLWII

Awareness Workshop on Epidermolysis Bullosa (EB) - Duration: 2 hours (2:30 — 4:30 PM - 20/09/2026)

Welcome & Overview of the workshop objectives, agenda, and expected  éuisjgll Wlaadi Ualp=iwlg juwil oea degono Uuwli (e YlleYlg Lirayill

outcome and Establishing a Family Support Group announcement
Presenter: Mrs. Nafisa Tawfiq

Introduction to the family support group and discussion of opportunities for
connection, mutual support, and shared resources. Overview of the workshop
objectives, agenda, and expected outcome.

§46g5 G0 6 pnll:dorboll
Wal=iwl (ila o] ayjlgoll Jalig Jalioll oeallg Jnlgill uaps duiiéliog juil oea degono) oyp=ill
d=bqioll Qilillg Lajglaog dubygll Wlaal

Understanding Epidermolysis Bullosa (EB)

Presenter: Dr. Shaden Abdulhadi

An overview of Epidermolysis Bullosa (EB), including its main types, symptoms,
complications, treatment and management, and its impact on daily life across different
stages of life.

(EB) Vel 8 pir )l JALAT UA pod Wyp=ill
Galadl age Yalb.a:oadoll

@ileela og dnlyely dpuipl aclgil s (o loguoelé ol iUl JUail uajoy =il
o=l alaljos drogul 6Ll oo oyyilig dalleg

Wound Care and Infection Prevention

Presenter: Chaza Alaa Eddin

Practical guidance on wound care, dressing techniques, pain management,
and infection prevention.

B9l o Ulsgllg @g)nll dulisll
(all eMe sl A pooll:oadoll
922l (Lo LBallg rodill iile 6 ph ulg wilaloAll jsi Gibg @91l dylis)l Jga Guloc Wil

The EB Youth Community (20 mins)

Presenter: Mr. Imti Rafiq

Exploring youth engagement, peer support, leadership, and opportunities
for community building.
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Living with EB in Adulthood

Presenter: Ms. Salama Alnuaimi — Ms. Abrar Alothman

Discussion of adult experiences, independence, employment, relationships,
and common challenges in adulthood.
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Experience Sharing and Group Discussion

Facilitator: Workshop Team
A structured opportunity for participants to share experiences,
discuss challenges, and exchange practical insights.

vcloall Ubliillg ujlaill d4)uito
ujgJl @140 :UtS) Uioll
dylo=ll Jglallg Wiyl Jalig aanill duit 8liog qoaula @4 Uite) (us)bitol) dolkhio dalie dali]

dnla ybléi dunls :dyajgdl bl
Gubjgll Gup0 Ui itoll

oel841 8 il Uil llaoll ol Lu il laaslgl sl dnlall duclolnVig dundillg G mall Gla~il duisliol dupw i

11:00-13:00 Family Workshop 3 By AstraZeneca:

HPP Jnlqi

HPP Disease Connect Workshop Understanding, Connecting, Supporting & Empowering the HPP Community

Astrazeneca > Moderator: Dr. Amal Altenaiji, UAE

Speakers: Dr. Zahra Alsahlawi, Bahrain, Bahrain - Dr. Ahlam Al Marzooqi, Bahrain - Dr. Amal Alteneiji, UAE - Dr. Maryam Alshehhi, UAE

Ms. Zahra Abdulaal, Bahrain
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Le Meridien Dubai Hotel

QQ.Q/

Y 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  tugalg dliwi
09:40-10:20 Official Inauguration 6leplg Wilell oyAiq Joidoll potwl eliioll
10:20-10:35 Coffee Break dalyiwl

MAIN HALL (Ballroom 3)

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

10:35-10:65 Beyond the Hospital: Taking Rare Disease Care Home Dr. Hamda Abulhoul, UAE
10:55-11:15 Novel Diagnostic / Laboratory Methods Dr. Osama Aldirbashi, Qatar
11:15-11:35 Novel Therapeutic Approach to Metabolic Genetic Disorders Dr. Amal Mohammed Alhashem, UAE

11:35-12:05 Symposium 1 Sanofi
Beyond the Spleen: The Neurological Face of Gaucher Disease Dr. Amal Alteneiji, UAE

12:05-12:15 Q& A/ Panel Discussion lwijlad lnllé

12:15-13:15 Lunch Break & Prayer

MAIN HALL (Ballroom 3)

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

13:15-13:35 New and rare Inherited bone marrow failure syndromes Dr. Leslie Lehmann, USA

13:35-13:65 UNICAS: Sant Joan de DeuHospital's Innovative Strategy Dr. Encarna Guillen, Spain
to Address Rare Diseases

13:55-14:15 Insights on Lysosomal Storage Disease Prof. Fatma Aljasmi, UAE

14:15-14:35 Updates in MPS Il Management Dr. Hind Alsharhan, Kuwait

14:35-14:45 Q& A/ Panel Discussion  [lwild glngsd
14:45-15:00 Coffee Break lwiplad
15:00-15:20 Symposium 2 GenPharm - FAODs: When Fat Can't Fuel Dr. Amal Altenaiji, UAE
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TIME TOPICS SPEAKER

MAIN HALL (Ballroom 3)
Session 4: Genomic Insights and Emerging Precision Therapies
Chair: Dr. Faizah Hashimy & Dr. Halima Aldhanhani

16:20 - 16:40  NFIX missense variants that disrupt the B-hairpin loop resultina
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 - 16140 Decoding PACS1 Syndrome: From Gene Discovery to Precision Therapy Dr. Gary Thomas, USA
16:40-16:50 Q & A/ Panel Discussion  [wild gingud

16:50-17:00 Sponsors Awarding and Closing & End of Day
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Le Meridien Dubai Hotel

TIME

TOPICS SPEAKER

08:00-08:50 Registration

08:50 - 09:00

Welcome & Introduction

Session 5: Metabolic Emergencies

Session Chair: Dr. Mahra Alfattan & Dr. Ali Al-Beshri
08:30 - 08:50
08:50-09:10
09:10 - 09:30

09:30 - 09:50

09:50-10:00
10:00-10:15
10:15-10:35

Dr. Nadia Alhashmi, Oman
Dr. Noura Aldhaheri, UAE
Dr. Fatima Rabea, UAE

Porphyria, Insights on New Treatment
Insights on Urea Cycle Defects
Genetics Role in Intensive Care Management

Symposium 3 Biomarin - Taiba Access Rare Symposium
Achondroplasia: From Pathophysiology to Targeted Therapy

Dr. Sareea Al Remeithi, UAE
Q & A/ Panel Discussion

Coffee Break

Symposium 4 - Immedica

Unlocking the Mystery: A Rare Disorder as a Treatable Cause of
Spastic Diplegia

Dr. Amal Altenaiji, UAE

Session 6: Treatable Metabolic Disorders

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

10:35-10:65
10:55-11:15
11:15-11:35
11:35-11:55

11:55-12:15

12:15-12:30
12:30-13:30
13:30- 14:00

Vitamin Responsive Disorders Dr. Tawfeg Ben Omran, Qatar
Dr. Arif Khan, UAE
Dr. Theodore W. Laetsch, USA

Dr. Ahmed Adel Hassan, UAE

CTX, Rare Cause of Adult Neurological Disease
The New Landscape for Precision Medicine

From Genetics to Hemodynamics: Hereditary Pediatric
Pulmonary Hypertension from Genetic Perspective

Symposium 5 - Biologics

Recognize Early, Act Early: Transforming Alpha-Mannosidosis Care  Dr. Fatma Al Jasmi, UAE
Q & A/ Panel Discussion

Lunch Break & Prayer

Symposium 6 - AstraZeneca

Topic:
Moderator: Dr. Maryam Al Shehhi, UAE
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YS TOPICS SPEAKER

Session 7: Genetics

Chair: Dr. Waed Sumairi & Dr. Sara Alsuwaidi

14:00-14:20 The Role of Family Physician in Genetic Era Dr. Aisha Abdullah, UAE
14:20-14:40 Obesity, Genetic Perspective Dr. Asma Deeb, UAE
14:40 - 15:00 Skeletal Dysplasias and Growth Hormone Dr. Zulf Mughal, UAE
15:00 - 15:20  Cincinnati Children's Rare Disease Program Dr. Anne Slavotinek,USA
15:20-15:40 Symposium 7 - Biogen Dr. Mehtab Igbal, UAE

The New Era of SMA Care "Think High Dose: Higher & Faster
15:40-16:00 Q&A / Panel Discussion

16:00-16:10 Coffee Break

Session 8: Ethics & Research

Chair: Dr. Fatma Aljasmi & Dr. Eman Taryam Alshamsi

16:10-16:30  Ethics meets Genetics Dr. Moeen Alsayed, KSA

16:30-16:50 What's Next When Genetic Testing is Negative? Expanding the _ _
Diagnostic Frontier Through Functional Genomics and Multi-Omics Dr. Hiba Alblooshi, UAE

16:50 - 17:10  Interpretation of Genetic Results, Cases Dr. Heba Elabd, UAE

17:10-17:20 Q& A/ Panel Discussion
17:20 End of Congress
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HOW TO REGISTER () Tel:+97124919888 9 www.menaconference.com

Personal Details
Full Name:
Job Title:
Place of Work:
City:
Mobile: Tel (work):

Email: Fax;

[] Yes, | would like to receive information on future events by e-mail. [T I do not want my address to appear on the delegates list.

Registration Fees

Please select the conference that is relevant to your speciality.

Category Physical A confirmation email will be sent upon receipt of your registration

[ Doctors AED 900 form. Please note that full payment must be received prior to the
event. Payment can be made via Online, Credit card, Cheque, Bank

[ ] Nurses AED 600 drafts in AED.

[] Medical Students, Residents & Allied Health AED 350 *Additional 5% VAT will be Applicable on all Fees

[] Family Day ( Parents/Guardians and 1 Kid) AED 1000

[] Pre Congress Workshops (Per workshop) AED 500

Please choose one of the following mode of payment

[] By Online (www.menaconference.com) [ | By Creditcard [ | By Bank Transfer poped Slya Tl Jlaty ¥ 3yl 5,8

|:| By cheque payable to Middle East North Africa Conference Company LLC ‘ : ¢
BANK TRANSFER

Middle East North Africa Conference Company LLC

Account Name MIDDLE EAST NORTH AFRICA CONFERENCE
Bank Name Bank Of Baroda, Hamdan Street, Abu Dhabi
Bank Account No. 900202000067131 For more information, please contact
Swift Cod BARBAEADADH Mr.Sahan

witt Lode Ph:+9712 4919888, Mob : +97156 503 3781
Iban No. AE290110090020200006131 Email: sahan@menaconference.com

Cancellation / Substitution Policy Event Venue
If you are unable to attend, a substitute delegate will be very Le Meridien Dubai

I

welcome in your place. If this is not suitable, a 20% administration
fee will apply. Registrations cancelled less than one weeks before
the event are non refundable.

The organizing committee reserves the right to make any modifications to the programme in occurrence of any unforeseen circumstances.
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SPONSORS & EXHIBITORS

UNDER THE PATRONAGE OF
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Mucopolysaccharide and Related Diseases
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SPONSORS & EXHIBITORS

SUPPORTING INTERNATIONAL HOSPITALS

SJ D 0 “® Cincinnati
Sant Joan de Déu u Children’s

Barcelona - Children’s Hospital

@H

The Children’s Hospital of Philadelphia

Boston

Childrens  [JPMC|SHILDREN'S
Hospital

DIAMOND SPONSORS
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SPONSORS & EXHIBITORS

PLATINUM SPONSORS

=GeNPHARM  PTC ) % taiba siomarin

COMMIT . CONNECT . CURE /THERAPEUTICS A access rare

GOLD SPONSORS

Biologiy ®A Immedica

PIONEERING.LEADING.ENGAGING.

SILVER SPONSORS

OSERB ¥Bjogen

Pharmaceuticals

EXHIBITOR

e il GBS|CIDP

NEWBRIDGE ilil Foundation International,,

PHARMACEUTICALS
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Le Meridien Dubai Hotel, UAE

Organized by

For more information, please contact:
Mr. Sahan & Ms. Zandy

+971 56 503 3781 | +971 56 503 3746
sahan@menaconference.com
zandy@menaconference.com
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