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oy United for Rare: Empowering Families, Advancing Care

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 doa90llguirnyill
Session 1: Premarital Genetic Screening (Great Ballroom 3)  elgjl J16 Lo dunll uanll

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 J16lovitnliyanoliycdsyithodyjlgadunla
6aniolldy=lullodidgr o lgpl

Premarital Genetic Screening in the UAE

(olgi L&t o - ogiinlliodeg dy i ddljgliode )il - s il ole.s
Eolinollliggdanlé)ljg- jgJl aliw.a
VAPALL - Jgl o puals - palallple. s/ pAldllidaleiy

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

Q & A/ Panel Discussion  dugaliq dUiwi
09:40-10:20 Official Inauguration oleylg ulilell oy Aaig Joidoll poawpl eliioll
10:20-10:35 Coffee Break Aalyiwl

FAMILY DAY (Great Ballroom 3)

Session 2: From Hope to Impact: Initiatives that Changed the Lives of the Rare’s (sl 6La wire wljalio :ptil oJ] oVl (o
Chair: Mrs. Nafisa Tawfiq — Dr. Azhar Talal

10:35-10:45 a5l Qo winyill dolA
Welcome & Introduction

Mrs. Nafisa Tawfiq - UAERDS Chairperson

o Joll EWndj5lay jile)l-UJgisjroniapml
Mr. Ahmed Zainoun - winner of hope maker 2025

10:45-11:05  WikolyodllJohidigon
Association moon voice - Morocco

11:05-11:15  pllgo1ldg jodlljgiodngr0n0

Muhammad: A Face of Moonlight, a Heart of Patience

odiolill dayn/éauull
Mrs. Sabha Al Shamsi

11:15-11:35  jlaiylud] @oadl o GunAuivll yilay el o) Uhg

A Nation That Empowers Its People: My Personal Journey

from Inclusion to Achievement

a%)x nlldroganlidanlgs oyt —saollduuolh

O Aog A dyigildygduivléyia — Poallulani
Shamsa AL Mehairi - Acting Head of the POD Friendly
Government Entity - Government of Dubai Legal Affairs
Department

11:35-11:55  Lilglluaauiliaeylo
Beyond Genetic Diagnosis

Pillaiedonlo.a
rogi1allgd@ilgliualol—Jlonlsliriwl
Dr. Fatima Abdulaziz
Consultant Pediatric-Clinical Genetics and Genomics

11:55-12:15  Ylol pulidelw jlail dns ..yl tisin Gl diaoll

From Adversity to Safety... The Inspiring Story of the Tapi

Aman Smart Watch

12:15-13:15  Lunch Break & Prayer o\LaJldalyiwl

Ulanlylaoloes Yoo po daibliylol idspbuniwgo- Wi clao.y

ojallyalLoligrooall
Dr. Fida Diyab - Founder of Tapy, and an advocate
dedicated to supporting mothers of People of Determination
and families affected by rare diseases.
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< United for Rare: Empowering Families, Advancing Care

FAMILY DAY AGENDA Day 1 | Saturday | September 19

Le Meridien Dubai Hotel

TIME TOPICS SPEAKER

FAMILY DAY (Great Ballroom 3)
Session 3: POD Government Services Programs ooa)l Ulanl droganlitiloaall Qolp
Chair: Mrs. Fouzia Alblooshi — Dr. Madiha Fathi

13:15-13:35  moallulanipes doly - 64wl 6)ljg - oall ulani 6l 6116 ljg - ol Uauaiti Jgl pitasl - e Jipawla Ulod!
POD Support programs at POD Department- Ministry of Family Eiman Jassem Al Ali
Inspection Services Senior Specialist — Ministry of Family
13:35-13:55 roall ulani oes dolp — 6)Uill 6)lol ducloinll Ciloaall 6)5la abplailalg i pao —odoat=ll Al
POD Support programs at Department of Social Services - Sharjah Khaled Al Abdouli - Director of Wahat Al-Rushd
13:55-14:25  mwallulaniy @bl dlon) dlolhio doghhio gai oBajrolidonlo

] a8)uildyelointiviloaallsila—ducloinlépua
Towar‘ds an Integrated Protection ‘Frarnevvork Groallalai/dynlaia
for Children and People of Determination La-Eoinolldleiidie -poallulanis)la)
JRVEYYERVIT[[yOvalFaviatl]
VA -Eoinolldueiidiia - JLnllio)la)
Dr. Fatima Al Marzougqi
Social Expert, Department of Social Services, Sharjah

Nehad Al Hemeiri
POD Department - Community Development Authority -Dubai

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

14:25-14:35 Q& A/ Panel Discussion ¢ugalg dliwi

14:35-14:50 Coffee Break dalyiwl

FAMILY DAY (Great Ballroom 3)

Session 4: Quality of Life: Between Family Stability and Advances in Treatment Gl jgnig w81yl (udlnll 6392
Chair: Mrs. Nashemya Alfili — Ms. Dalal Al Dhabyani

14:50-15:10 &olinolljladilgdanliéaga wotblaliglol].a/63l=w
Health Quality and Community Prosperity Wlloyl— dyilalideliolldy=on6jla]uilnao s 9udo

H.E. Dr. Eman Al-Hashmi

founder and president of Autoimmune Association — UAE

15:10-15:25  What to do When You're Waiting: How | Use Al to Ask Better aulioyJuple /6l
Questions 6)alidlnguelinmillaalipbdnnyio

Ms. Gabrielle Rosario
Al Professional and Rare Disease Hero

roallulaniiaeis - jgniclidala
15:25-16:25  Interactive Lecture on Marriage for People of Determination 6wl16)ljg - Utiblgoll jusg

Dr. Nazem Al Manssour - POD & Senior Citizen
Empowerment Expert — Ministry of Family

16:25-17:00  Wlanillg &8lgl u pwoall ulani elgj Ulgisy Gubldi dunls téJ-‘w‘&HéJUq—JwioJlurubU-a
A Panel Discussion on the Marriage of People with Youg gl ullino-poloalialiale.

Disabilities: Between Reality and Challenges phrAlo-guldago-yulaldohls.s
Dr. Nazem Al Manssour - Ministry of Family

Dr. Abdulla Al Hammami - Family & Educational Consultant
Dr. Fatema Al Hayyas - Family Guide - Dubai Courts

17:00-17:15 Q& A/ Panel Discussion ¢ugnig @Uiwi

17:15 Sponsors Awarding & CLOSING & END OF DAY  dlilsJirog)aolpmolia—sleiog Al
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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
/!.::!:..Q Instructor: Ms. Fatemah Al Awadhi, Kuwait

A8 O] LA (o :(PrU) Ugits Juindll ALy UAso &o Jolill dla
gl dolnlo 63lLwIIda ol

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

HPP Jxnlgi

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

:(EB) Ll 6 il YAl U yo Jgo dugeqi duiyg

Astrazeneca > Moderator: Dr. Amal Altenaiji, UAE
Speakers: HPP Heroes:
1. Dr. Zahra AlSahlawi, Bahrain 1. Mrs Zahra Abdulaal, Bahrain
2. Dr. Ahlam Al Marzoogi, UAE 3. Mrs. Jamila Qasim, UAE
3. Dr. Maryam Al Shehhi, UAE 4. Mrs. Arwa Qasim, UAE
4. Dr. Amal Alteneiji, UAE 5. Ms. Dania Rahmoun, UAE
14:30-16:30 Family Workshop 2 By GenPharm:
Awareness Workshop on Epidermolysis Bullosa (EB)
SGENPHARM  |nstructors: Dr. Shaden Abdelhadi, Ms. Chaza Ala Eddin, Mr. Imti Rafig,

Ms. Salama Alnuaimi, Ms. Abrar Alothman

wsaladl ate Yalbs . Ugyaoll
@16) Lio] Al elo o 6l

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 Wlaai yalp=iwlg jwil e degono puawli (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.

G§L0qi dun1Qj éaull:dordoll
walp=iwl wila oJlajlgell Jalig Jalioll oeallg Jnlgill yayo duit6liog pulll oes degonol =il
=6gioll Qilillg Lajglaog dubjgll olral

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) el S il YUl YA yod Wil

Galall aie Ualb .y adoll

Wilo.cl og Anlyelg dpuspl aclgil ela (o losueldoll 6 il JUail ua o) oy =il
4102l Alnljo)drogul Sl b opyilig anileg

Wound Care and Infection Prevention

Presenter: Chaza Alaa Eddin

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

$9a=ll (Lo dilégllg 29)nlU dylisll
(al eMe (sauh G pooll:oadoll
9321 Uo WLBJlg ol nle 63 g Wl lo Al i 6phg 2graldlisdl Joa dloc il

The EB Youth Community (20 mins)

Presenter: Mr. Imti Rafiq
Exploring youth engagement, peer support, leadership, and opportunities
for community building.

(@818 f'-)\",..c 8801 & L Ul JALaity Qi T il o .
§10) o apull:adoll
el Golino «lid dalic)l yap@llg ualdll wljlaoll duoiig 1oVl peag auluivl dA Lo Juw wliraiwl

Living with EB in Adulthood

Presenter: Ms. Salama Alnuaimi — Ms. Abrar Alothman

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

oelBall 6 iyl JAal Go Sl
Olodsl Il / 631l — ol Aol / 63wl 0280l
&gl An o JALS ds5Uidl wlanillg wilslellg W o=l Auéiwylg (Wl ujlas duitslio

Experience Sharing and Group Discussion

Facilitator: Workshop Team

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

welonll Ubliillg W)l d5)Uiro

Auinjgll Gy s Litoll
Aulo =)l Jolallg cilpAll Jaltig wubanill duitdliog yowauylad d4)bite) (uA)Uite ) doio Galiuie x|

dnla yblai dunla :dya gl Cublpall
Aubygll @upo (s )litoll

Vel 6 il YU WLlaell Wliollg sbuill laaslgl il dnlall ducloisVig dpueillg Aawall sl duisliod dypw dunls
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CONG RESS AGENDA Day 1 | Saturday | September 19 Q
Le Meridien Dubai Hotel Q'Q/
TIME TOPICS SPEAKER

08:00-08:50

JLoill

08:20-08:30

Session 1: Premarital Genetic Screening (Great Ballroom 1)

Registration
Welcome & Introduction Ao190llg Luinyill

2lojll U1 Lo gl uanall

Chair: Dr. Fatima Abdulaziz & Dr. Mariam Alshehhi

08:30-08:50
08:55-09:40

09:40-10:20
10:20-10:35

Dr. Ali Al-Beshri

(oJLqﬁ;H;uUIdilnglru.Lck__jjuiﬁwljgpwlglc.a
(ol L&uirii o - ogitall
Eoinollldggldanllé)ljg- jgJl aliw.a
—ualalliode. s/ puali6alew
Vi oAlao-Jol juei punls
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

Inborn error of metabolism in Adults

J16 lopinlluanoliyedayiodyjlgadinla
6aniolldu=lIuljloVlidga xoelgpl

Premarital Genetic Screening in the UAE

dugnlg il
sleplg WALl pupaig oigoll ol Lol

Q & A/ Panel Discussion
Official Inauguration

Coffee Break Aalyiwl

MAIN HALL (Great Ballroom 1)

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

10:35-10:55
10:55-11:15
11:15-11:35
11:35-12:05

12:05-12:15
12:15-13:15

Dr. Nadia Alhashmi, Oman
Dr. Osama Aldirbashi, Qatar

Porphyria, insights on new treatment
Novel Diagnostic / Laboratory Methods
Novel Therapeutic Approach to Metabolic Genetic Disorders Dr. Amal Mohammed Alhashem, UAE

Symposium 1 Sanofi

Beyond the Spleen: The Neurological Face of Gaucher Disease Dr. Amal Alteneiji, UAE

Q & A / Panel Discussion lwijlad lalé

Lunch Break & Prayer

MAIN HALL (Great Ballroom 1)

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

1&E19= 1888
1880 = 188

13:55-14:15
14:15-14:35
14:35-14:45
14:45-15:00
15:00 - 15:20

New and rare Inherited bone marrow failure syndromes Dr. Leslie Lehmann, USA

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

Insights on Lysosomal Storage Disease Prof. Fatma Aljasmi, UAE

Updates in MPS || Management Dr. Hind Alsharhan, Kuwait

Q & A / Panel Discussion  [wild gingsid
Coffee Break lwiplad

Symposium 2 GenPharm - FAODs: When Fat Can't Fuel Dr. Amal Altenaiji, UAE
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CONG RESS AG ENDA Day 1 | Saturday | September 19 QQ'Q/

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

15:20-15:40 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 PACST Syndrome: From Gene Discovery to Precision Therapy Dr. Gary Thomas, USA
16:40-16:50 Q & A/ Panel Discussion  [wild gingsd
16:50-17:00 Sponsors Awarding and Closing & End of Day
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CONG RESS AG ENDA 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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