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)

RARE DISE

EVENT
PROGRAM

December 05, 2018

Opening Ceremony 08:30-09:00
Keynote Sessions 09:00-10:30
Panel Discussion 10:30-10:40
[
Clinical Research & Treatment on Rare 11:00-13:00
Diseases

Lunch Break 13:00-14:00
Mystery & Future of Rare Diseases, Living 14:00-16:00

with a Rare Diseases

-]
Workshop 16:00-18:00

Note: Event Program is subjected to change with final allotment of Speaker slots
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RARE DISE

EVENT
PROGRAM

December 06, 2018

Keinote Sessions 09:00-10:30

Rare Cancer Diseases, Neurology, Rare 11:00-13:00
Haematology & Immune System Diseases

Lunch Break 13:00-14:00
Rare Diseases in Aging, Gastrointestinal 14:00-15:30

Diseases & Pediatric Diseases

-]
Poster Presentations 16:00-17:00

Young Research Forum 17:00-18:00

Note: Event Program is subjected to change with final allotment of Speaker slots
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RARE DISE

EVENT
PROGRAM

December 07, 2018

Keinote Sessions 09:00-10:30

Rare Diseases in Endocrine System & 11:00-13:00
Oncology, Oral, Eye and Ear Disease

Lunch Break 13:00-14:00
Workshop 14:00-15:00
Sﬁecial Session 15:00-16:00
Networking 16:00-18:00

Note: Event Program is subjected to change with final allotment of Speaker slots
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Stef Stienstra

Strategic and creative consultant in biomedi-
cal science, with a parallel career in the Dutch
Civil-Military Interaction Command in which
he has responsibility for the counter measures
in CBNRe threats and (medical) consequence
management both in a military and a civilian
(terrorism) setting. He was the director of the
2014 & 2016 World Congress of CBRNe Science

& Consequence Management in Tbilisi, Georgia.

TENTATIVE PROGRAM

Organizing Committee Member

Scott Schliebner

Schliebner is a clinical strategist with a 25-
year background in clinical drug development
focused on rare diseases, orphan drugs, and
advanced therapeutics. He develops innovative
solutions and strategic considerations to help
overcometheoperational,logistical,and ethical
challenges inherent to conducting research
with rare disease patients. Mr. Schliebner’s
efforts are focused on patient-centered
approaches to drug development; reducing
the burden of clinical trial participation; and
leveraging novel and disruptive technologies
to bring new therapies to patients faster.
Committed to collaborative efforts to
further drug development, Mr. Schliebner
has developed active partnerships with rare
disease patient-focused organizations, patient
advocacy groups, drug development institutes,

and academic research centers.
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Leyla Camarillo

Leyla Camarillo is a knowledgeable articulate
communicator with several years of experience
across healthcare and, improving evaluation and
training techniques in the country. Maintain
strong decision-making and problem-solving
abilities, as well as excellent time-management,
data research, situation analysis proficiencies
and, strengthening the program. Effectively train
partners in network based management systems

and procedures are her main goal.

TENTATIVE PROGRAM

Organizing Committee Member

Nadia Bodkin

She currently holds the positions of Senior
Executive Vice President of MaxifyLife,
Corporate Engagement Manager of the
Jansen’s Foundation, Global Gene’s Foundation
Alliance Council Member and Founding
Board Member of Rare is Not Rare. Recently,
Nadia has also facilitated and coordinated the
development of the Rare Advocacy Movement
(RAM), a patient advocacy initiative focused
on documenting the ever-evolving complex
structure and unique dynamics of the rare
disease patient advocacy landscape.
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SESSION TALKS - DECEMBER 05

Title: Drug Delivery by Tattooing to Treat Cutaneous Leishmaniasis

Stef Stienstra, Royal Dutch Navy, Netherlands

Title: Exploration of the impact of climate change on schistosomiasis transmission dynamics
Tayo Alex Adekiya,University of Zululand, South Africa

Title: Risk of transverse myelitis following dengue infection: A systematic review of the litera-
ture

Godwin Oligbu,St. Georges University of London, UK

Title: Diabetes and pregnancy

Dr.Mohamed Zakaria El Helf, Egyptian Ministry of Health, Egypt
Title:Perioperative Management of Paediatric Patients With Genetic Diseases

Yasser Zaghloul,Sheikh Khalifa Medical City, UAE

Title: Increasing importance of brain eating bug in Pakistan; current status and future pros-
pects

Abdul Matin, Majmaah University, Saudi Arabia

Title: In vitro Activity of Colistin in Combination with Doripenem against Carbapenem
Non-Susceptible Acinetobacter baumannii

Reham Wasfy, Theodor Bilharz Research Institute, Egypt

Title: The burdens of Tuberous Sclerosis Complex for patients and caregivers

Emmanuelle Logette, Scientific Director -ASTB, Switzerland

Title: The Challenge of Rare Diseases in Mexico

Leyla Soraya Camarillo Blancarte, Mexican Ministry of Health, Mexico
Workshop

Title: Rare Disease PRO Registries — Empowering Patients to Advance research

Virginia Spitzer , Foundation for Sarcoidosis Research, Chicago

Title: Early occurrence and recurrence of hepatocellular carcinoma in HCV-related cirrhosis
treated with direct- acting antivirals

Ali A. Ghweil, South Valley University, Egypt
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SESSION TALKS - DECEMBER 06

Title: Relax, cool down and scaffold. How to rescue dopamine transporter mutants linked

with Infantile /juvenile Parkinsonism-dystonia

Hafiz Muhammad Mazhar Asjad,Forman Christian College University, Pakistan

Title: Reactivation of Herpesvirus in patients with Hepatitis C treated with Direct-Acting Anti-
viral agents

Ali A. Ghweil, South Valley University, Egypt
Title: Rare Bleeding Disorders in Pakistan: An Update
Munira Borhany,Pakistan

Title: Phytochemical and Pharmacological Screening of Seeds and Fruits Pulp of Cucurbita moschata
Duchesne Cultivated in Egypt

Naglaa Z.H.Eleiwa, Zagazig University, Egypt

Title: Future Heredity of Rare Diseases and Orphan Drugs
Mohsen Sojoudi, Rare Diseases Foundation of Iran, Iran
Title: Lymphedema: Update on diagnosis and management
Samer Ellahham, Regional Chair, Middle East, UAE

Title: The science behind what Occipital Horn Syndrome

David Rose, Rare Revolution Magazine, UK

Title: The Rare Special Powers: Art, Science, and Patient Groups
Eleonora Passeri, Rare Special Powers community, ltaly

Title: Not just one disease: Acromegaly. A plethora of ailments and conditions harshly reduc-
ing the quality of your life and wellbeing"

Ms. Maserame June Mokoka,Pituitary Community South Africa, South Africa
Workshop

Title: Clinical Studies Networks — De-Risking Trials and Studies

Noopur Singh, Foundation for Sarcoidosis Research, Chicago

Title: BESTI1 mutations in young asymptomatic subjects; OCT findings

Leyla Soraya Camarillo Blancarte, Mexican Ministry of Health, Mexico
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SESSION TALKS - DECEMBER 07

Title: Liver stiffness predicts relapse after Direct acting antiviral therapy against chronic
Hepatitis C Virus infection

Ali A. Ghweil, South Valley University, Egypt

Title: Evaluation of method for detection of Klebsiella pneumoniae carbapenemase (kpc)
among enterobacteriaceae

Hauwa Yakubu,Bauchi state University Gadau ,Nigeria

Title: Effects of Botulinum Toxin A on Histology and Ultrastructure of Submandibular Salivary
Glands.

Mohamed Yehia Abdelfattah, Assiut University, Egypt.
Title: Bridging the Information Gap — Why do we need an information Revolution
Rebecca Stewartt, Rare Revolution Magazine & The Rare Youth Project, UK
Title: Rare Diseases And Their Oral Clinical Manifestations In Two Hospital Center In Yaounde
Rose Mbede Nga Mvondo, Cameroon
Title: Universal Health In One Touch
Rose Mbede Nga Mvondo, Cameroon
Title: Fetal MRI in early diagnosis in rare disease of brain
Hamid Reza Edraki, Rare Diseases Foundation of Iran, Iran
Title: Tuberous Sclerosis Complex (TSC), the patient’s side
Emmanuelle Logette, Scientific Director -ASTB, Switzerland
Workshop
Title: Molecular Diagnosis of Congenital Cataract Using Next-Generation Sequencing
Dr. Mirena C. Astiazaran,Clinical Geneticist,Mexico
Title: The RAS Pathway in Mexican patients with Oculocutaneous Syndormes: Somatic Mutations”

Dr. Oscar Chacon, Geneticist, Mexico

10 Speaker Slots Available
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Contact: Ellie Rose
Tel: +1-201-380-5561; Ext: 7007
Email: rarediseases@memeetings.net



