8:00 a.m.

8:30 a.m.

8:40 a.m.

9:25 a.m.

10:05 a.m.

10:35 a.m.

10:55 a.m.

11:30 a.m.
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Congenital Hyperinsulinism Family Conference
September 29-30, 2015
Hospital Sant Joan de Déu
Barcelona, Spain

Tuesday, September 29, 2015
Registration

Welcome and Introductions

Isabel Calderon and Julie Raskin, Congenital Hyperinsulinism International
(Conference Moderators)

Dr. Paula Casano, Hospital Sant Joan De Déu

The Historical Perspective: How Basic Scientific Understanding has Led to Improvements in
Hyperinsulinism Treatment

Joseph Bryan, PhD, Pacific Northwest Diabetes Research Institute
Charles Stanley, MDD, Children’s Hospital of Philadelphia

Using Old and New DNA Sequencing Technology to Identify the Genetic Causes of Hyperinsulinism
Sian Ellard, PhD FRCPath, Head of Molecular Genetics, Royal Devon & Exeter NHS Foundation

Trust and Professor of Human Molecular Genetics, University of Exeter Medical School

Tools for Diagnosing Hyperinsulinism
Jean Baptiste-Arnoux, MD, Necker Hospital and Klaus Mohnike, MDD, University of Magdeburg

Break

Current Hyperinsulinism Treatment
Diva De Lebn, MD, Children’s Hospital of Philadelphia, Khalid Hussain, MD, GOSH,

Patients and their Families Share Triumphs and Challenges
Confirmed Speakers: Adrienne Burton, Jessica Burton, Connie Ward, Matthew Hammond

Topics: Feeding



12:30 p.m.

12:55 p.m.

1:25 p.m.

2:25 p.m.

2:55 p.m.

3:20 p.m.

3:45 p.m.

4:05 p.m.

5:05 p.m.

7:00 p.m.

Visiting with friends and relatives
School

Sports participation

Parents going back to work
Transition to Adulthood

Letting Go

Managing Hl in the Neonatal Period
Alejandro Vargas Pieck, MID, Vall d'Hebron University Hospital

Coping Strategies for Managing the Stress of Caring for Children with Complex Medical Needs
Raquel Cecilia Costa, MD, Psychiatrist, Sant Joan de Déu Hospital

Lunch

Managing Congenital Hyperinsulinism at School
Luis Salamanca, MD, Pediatric Endocrinologist, Hospital de la Paz

Devices: What’s New and What Works: Glucometers, CGMs, and Insulin Pumps
Adrienne Burton, HI-Fund, London
Carmen Yoldi, Diabetes Nurse, Hospital Sant Joan De Déu

Hyperinsulinism for the Public
Lindsey Rigby, Specialist Practitioner, and Maria Asuncién Salomén Estébanez, Clinical Fellow,
Royal Manchester Children’s Hospital

Break
Concurrent Session: Learning More about Different Types of Congenital Hyperinsulinism

Diazoxide-Responsive Congenital Hyperinsulinism
Focal Congenital Hyperinsulinism

GDH Congenital Hyperinsulinism

Congenital Hyperinsulinism and Diabetes

Surgery and Still Hypoglycemic

Jean Baptiste-Arnoux, MD

Diva De Leén, MD

Clare Gilbert, Clinical Nurse Specialist
Khalid Hussain, MD

Klaus Mohnike, MD

Charles Stanley, MD

Paul Thornton, MD

Adjourn

Dinner and Discussion, Abba Garden Hotel



Wednesday, September 30

7:45 a.m.

8:00 a.m.

8:25 a.m.

8:50 a.m.

10:20 a.m.

10:40 a.m.

11:50 am

Registration, Day 2

Guidelines for Diagnosing and Treating Hypoglycemia in Infants
Paul Thornton, MD, Cook Children’s Medical Center

Congenital Hyperinsulinism: The Spanish Perspective
Paula Casano, MD, Hospital Sant Joan De Déu

Recent International Research Part 1
Moderated by Lourdes Ibafiez Toda, MD, Hospital Sant Joan De Déu

Lanreotide
Clare Gilbert, Nurse Specialist, Pratik Shak, MD, Great Ormond Street Hospital
Paul Thornton, MD, Cook Children’s Medical Center

New Research from Paris
Jean-Baptiste Arnoux, MD, Necker Hospital

Sirolimus
Khalid Hussain, MD, Great Ormond Street Hospital

Pancreatic Hormones in Children with Hyperinsulinism
Maria Gliemes, MD, Great Ormond Street Hospital

Coffee Break

Patients in Action - The Work and Role of Patient Organizations:

Research, Support, Raising Awareness, Education, and Communication

Moderator — Isabel Calderon. Ulrike Seyfarth and Mr. Andrea Teti, Kongenitaler
Hyperinsulinismus e.V. on German/Austrian/Swiss/Swedish/Slovakian Registry Project; Helen
Milne, The HI-Fund on patient funded research and new directions; Maria Paz on the Latin
American Conference Planning, Davelyn Hood, MD on the CHI Global Registry

Recent International Research Part 2
Moderated by Lourdes Ibafiez Toda, MD, Hospital Sant Joan De Déu

Exendin- (9-39): Investigational Drug for the Treatment of Congenital Hyperinsulinism
Diva De Lebn, MD, Children’s Hospital of Philadelphia

XOMA 358: Investigational Drug for the Treatment of Congenital Hyperinsulinism
Paul Rubin, MD, XOMA

XeriSol Glucagon: Investigational Drug for the Treatment of Congenital Hyperinsulinism
Klaus Mohnike, MD, University of Magdeburg, John Kinzell, PhD, Xeris Pharmaceuticals



Laparoscopic Resection of an Extra-pancreatic Focal Lesion
Winfried Barthlen, MD, University Medicine Greifswald

1:05 p.m. From Sick Day Hyperglycemia to Long-term Remission and Diabetes
Sebastian Kummer, MD, Heinrich Heine Universitdit

1:30 p.m. Lunch

2:30 p.m. New Insights into Islet Biology in Congenital Hyperinsulinism
Mark Dunne, PhD, University of Manchester

2:55 p.m. Break-Out Sessions
Speed Dating with the Specialists (Your chance to ask leading experts whatever you want to
know about hyperinsulinism. Every 15 minutes, participants will switch groups)

These are possible discussion topics but conversation is open:
Transition from Pediatric to Adult Care

Challenges to Managing HI in infants and Toddlers

HIl and Growth and Development

When Hypoglycemia is Still an Issue Despite Treatment Plan
Transition from Pediatric to Adult Care

When Genetics are a Mystery

Faculty: Baptiste-Arnoux, MD, De Leén, MD, Bryan, MD, Casano, MD, Dunne, PhD, Gilbert,
Clinical Nurse Specialist, Hussain, MD, Kummer, MD, Mohnike, MD, Rigby, Specialist
Practitioner, Rubio, MD, Stanley, MD, Shah, MD, Salamanca, MD, Thornton, MD

3:55 p.m. Break

4:15 p.m. The BetaCure Project
Martin Gotthardt, MD, PhD, Radboud University Medical Center

4:40 p.m. More New Directions in Hyperinsulinism Research. Extracellular Recording of Beta Cell
Electrical Activity — MEA technique
Peter Krippeit-Drews, PhD, University of Tiibingen

5:05 p.m. Adjourn



