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United for Rare: Empowering Families, Advancing Care

FAMILY DAY AGENDA

Day 1 | Saturday | September 19
Le Meridien Dubai Hotel

TOPICS
08:00-08:50 Registration JLouwill

SPEAKER

08:20-08:30 Welcome & Introduction doa90llguirnyill

Session 1: Premarital Genetic Screening (Great Ballroom 3)
Chair: Dr. Fatima Abdulaziz & Dr. Mariam Alshehhi

clopl Jus Lo pdillyanall

08:30-08:50 Inborn error of metabolism in Adults

Dr. Ali Al-Beshri

08:565-09:40 J16lovitnliyanoliycdsyithodyjlgadunla
6aniolldy=Ilullodidgr o lgpl

Premarital Genetic Screening in the UAE

Q & A/ Panel Discussion  dugaliq dUiwi

(olgi Lo - g it leg dypnliddhglode syliviwl - s il le.S
Eolinoll@ligadanlé)ljg- jgJl aliw.a
VA PAL0 - Jgl juod GBS - ol e/ Hualdidaleiy

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

09:40-10:20 Official Inauguration oleylg ulilell oy Aaig Joidoll poawpl eliioll

10:20-10:35 Coffee Break Aalyiwl

FAMILY DAY (Great Ballroom 1)

Session 2: From Hope to Impact: Initiatives that Changed the Lives of the Rare’s
Chair: Mrs. Nafisa Tawfiq — Dr. Azhar Talal

Ul sba e Wijalio sl oJl JoVl Uo

10:35-10:45  dlslsll aolp wunyill dola
Welcome & Introduction

Mrs. Nafisa Tawfig - UAERDS Chairperson

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

0 Joll Elin 85l J5laJl - g isj roni
Mr. Ahmed Zainoun - winner of hope maker 2025

11:05-11:15 o 1ldg jodlljgiodngr0n0

Muhammad: A Face of Moonlight, a Heart of Patience

Oodiolill dayn/éauull
Mrs. Sabha Al Shamsi

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

A Nation That Empowers Its People: My Personal Journey

from Inclusion to Achievement

& nlldroganldanligsro yus) il —saoll Aol

oA Qogan dyigildl yoduiul 5451a — ooall ulani
Shamsa AL Mehairi - Acting Head of the POD Friendly
Government Entity - Government of Dubai Legal Affairs
Department

11:35-11:65  Liljglluaaubillaeylo
Beyond Genetic Diagnosis

Pi=llaledohnlo.a
rogi1aJlgdiljgliualol-Jl i liriwl
Dr. Fatima Abdulaziz
Consultant Pediatric-Clinical Genetics and Genomics

11:565-12:15  Ylol uulidelw jlail dns ..l tisin Gl diaoll

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

Aman Smart Watch

12:15-13:15  Lunch Break & Prayer 6\LaJldalyiw

Ulanlulaoloes oo uo daibliylol puidspiyniwgo- Wi ela .y

ojallualLoligrooall
Dr. Feda 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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TIME TOPICS SPEAKER

FAMILY DAY (Great Ballroom 1)
Session 3: POD Government Services Programs ooa)l Ulanl droganlitloasll Qolp
Chair: Mrs. Fouzia Alblooshi — Dr. Madiha Fathi

13:15-13:35 rowallulanioes doly — 61wl 8)ljg - oall ulani8)la] 6wl 8)ljg — i uAatAiini Jol uslnal — e Jipuwla Uloy!
POD Support programs at POD Department- Ministry of Family Eiman Jassem Al Ali
Inspection Services Senior Specialist — Ministry of Family
13:35-13:55  oallulanioea doly — 6)Uil 6)lol dicloinll tiloal 6)5la Abglvlalgjla pao— ool Ala
POD Support programs at Department of Social Services - Sharjah Khaled Al Abdouli - Director of Wahat Al-Rushd
13:55-14:25  moallulaniyohlidlon doly VB9jrolidolnls.s
. . _ds)uiJLaucloinllcloaaiéyla—8uwillg o lidilon Ao o
POD Support programs and child protection
6u03JIJLmJ/QmUamUI
[OVAT Soinolluoiidiie - poallulanis)la)
Al onlaisyl

O - Golnoll Guoiidiie - Jolnlio)la]
Dr. Fatima Al Marzougi
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

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

14:35-14:50 Coffee Break dalyiwl

FAMILY DAY (Great Ballroom 1)

Session 4: Quality of Life: Between Family Stability and Advances in Treatment Gl jgnig G rwll 8Tyl (udlnll 6390
Chair: Mrs. Nashemya Alfili — Ms. Dalal Al Dhabyani

14:50-15:10  &olinolljlarilgdanliéaga Oodilallyloy).a /6l

Health Quality and community prosperity Shlofl= il dctiolidyzondhluilaoyng)ouningo
H.E. Dr. Eman Al-Hashmi
founder and president of Autoimmune Association — UAE

15:10-16:25  What to do when you're waiting: How | Use Al to Ask Better ) QJligyHLE /62
Questions opldlhguclinnylhallbdnniio

Ms. Gabrielle Rosario
Al Professional and Rare Disease Hero

15:25-16:45  wuanillg &slgdl w moall ulani eloj Ulgisy dubls) duul 6J.wiJI61Ijq—Jq‘nj.oler0bU/T
A panel discussion on the marriage of people with woloalldliale.a
wlall dolnls.a

disabilities: between reality and challenges
Mr. Nazem Al Manssour - Ministry of Family

Dr. Abdulla Al Hammami
Dr. Fatema Al Hayyas

16:45-17:00 Q & A/ Panel Discussion dugaiq dliwi
17:00 Sponsors Awarding & CLOSING & END OF DAY  dlil=lirog)aolipolia—oslepiogiai
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FAMILY DAY WORKSHOPS

Sunday | September 20
Le Meridien Dubai Hotel

10:16-12:15

PTC)

Family Workshop 1 By PTC:
Navigating PKU: From Challenges to Confidence
Instructor: Ms. Fatemah Al Awadhi, Kuwait

A8 O] LA (o H(PrU) Ugirs Juindll ALy UAso &o Jolill dla
gl dolnlo 63lLwIlda ol

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

HPP Jnlqgi

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

Moderator: Dr. Amal Altenaiji, UAE

Speakers:

1. Dr. Zahra AlSahlawi, Bahrain
2. Dr. Ahlam Al Marzooqi, UAE
3. Dr. Maryam Al Shehhi, UAE
4. Dr. Amal Alteneiji, UAE

AstraZeneca

HPP Heroes:

4. Mrs. Arwa Qasim, UAE

1. Mrs Zahra Abdulaal, Bahrain
3. Mrs. Jamila Qasim, UAE

5. Ms. Dania Rahmoun, UAE

14:30-16:30  Family Workshop 2 By GenPharm:
Awareness Workshop on Epidermolysis Bullosa (EB)
NP AR

Ms. Salama Alnuaimi, Ms. Abrar Alothman

Instructors: Dr. Shaden Abdelhadi, Ms. Chaza Ala Eddin, Mr. Imti Rafig,

:(EB) Ll 6 il YAl U yo Jgo ugeqi duiyg
wsaladl ate Yalds . 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 puwli (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.

G003 dunyQj 6l :dordoll
walp=iwl wila OJlajlgell Jalig Jalioll oeallg Jnlgill yayo duii6liog pulll oes Cl.cqm.oJ&lj_zul
Ad=6qioll @iliillg Lajglaog duiigll wolaal

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 Wyl
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Wound Care and Infection Prevention

Presenter: Chaza Alaa Eddin

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

$9a=ll (Lo dilsgllg 29pnlU dylisll
(al eMe sauh G pooll:oadoll
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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 .
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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.

oelBall 6 iyl YAl So Sl
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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.
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