o Congenital
Hyperinsulinism
0 International

When too little sugar hurts, we help™

The HI Global Registry:

Shared Experiences for Improved Care &
Treatments for Congenital Hyperinsulinism

Lauren Lopez, Ph.D.
Registry Director
Congenital Hyperinsulinism International

AR HI GLOBAL
P47 REGISTRY




A Future Without Lows ALHL:

When too little sugar hurts, we help™

The HI community needs:

Willow loves to swim,

ImprO\(ed Better tr.eatment but her mom worries about blood sugar drops
understanding of HI options TR S <
Clear clinical care Improved recognition
guidelines & faster diagnosis

How can we get there?
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Participate in research!



What is the HI Global Regi LHIL:

When too little sugar hurts, we help™

Qualified researchers can request the
data for studies to learn more about
Hl, develop new treatments, and
improve care

HIGR is the only patient-powered
registry for hyperinsulinism research

Surveys that people with HI or their
caregivers complete online from
home




Who can join HIGR? LHIL=

When too little sugar hurts, we help’*

Caregivers of people with Hl
who are under 18 or do not
have the capacity to consent to
research

People with HI who are over
the age of 18

Additional caregivers of HIGR
participants
* Caregiver surveys only

People with resolved HI or
those who transitioned to
diabetes




o Congenital
Hyperinsulinism
0 International

When too little sugar hurts, we help™

A truly global community

Over 500 participants across 57 countries
enrolled in the HI Global Registry

Europe, 25% Welcome!

Asia, 6%

SlHSH|CH
North America, 59% . O H
; Australia. 5% [ em=v j n ('.""'[ ~ H
South America, 5% ustralia, 570 JCITI"VIIIUO,.
Data from the 2023 Annual Report Africa, 2%
Willkommen!

higlobalregistry.com




Have you ever asked.. LHIL:

When too little sugar hurts, we help™

At what age are children

Is the use of emergency/rescue typically diagnosed with HI?
glucagon routine for other Hl 9
families?
n

How often do babies with
HI need to feed?

Do families receive
support when kids
with HI start school?

How often do most parents
check their child’s blood sugar
levels? Are seizures
common with HI?

How many people become

diabetic after having subtotal Do kids with HI usually have G-

pancreatectomy for diffuse HI? tubes?
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N Contact & @ Other Medical & Glucose

Y Demographics Conditions 0 Monitoring
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NEW surveys
coming soon!

Rsmm  Diagnosis “:/ Diet & Feeding
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CHI asks physician to

Provides permission for o
CHI to contact physician OGH I E{Oﬂge_mta . complete MaxHIGR
yperinsulinism .
International Physician Form

When too little sugar hurts, we help"*

Physician-reported data as a complement to patient-reported data

Provides opportunity for

Fill in any gaps in
conversation

information

Verify patient-reported
information




Survey Completion LHIL:E: -

When too little sugar hurts,

Missing Questions Survey Updates 100% Survey Completion
Original: Questions Complex clinical Complete surveys at
could be skipped management means your own pace

things change

New: All questions New / stop medication Don'’t forget to go back to
require a response finish all surveys!
Change in dosage

Unknown New medical diagnosis Maximize your
Prefer not to answer Resolved feeding contribution to HI
problem research
ACTION: Log in to HIGR ACTION: Log in to HIGR ACTION: Log in to HIGR
& fill in the blanks! & update surveys! & complete all surveys!

Y . -2 = - S



Surveys = Puzzle Pieces ALHIL

When too little sugar hurts, we help™”

All surveys
completed

/
\A

Missing / Incomplete
surveys



Surveys = Puzzle Pieces ALHIL:

When too little sugar hurts, we help™”

How many How many people had
people have a pancreatectomy?
diffuse HI?

How many people with diffuse Hl had a
pancreatectomy?



HIGR Data for Resea

HIGR Annual Report
CHl-led Research Studies
Physician-led Research Studies

Industry Data Requests

® 000000

i

Qualified Deidentified Summary
Researchers Data

Data Use
Agreement

of people living with
hyperinsulinism
report having
feeding issues

of people taking
diazoxide* report at
least one side effect

*the most common medicine used to treat HI
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of people with HI
report having
hypoglycemia more
than once a day

of families are

struggling to pay for
the costs associated
with hyperinsulinism




HIGR Contributions to Rée

Hormone Research Consensus Statement

in Paediatrics

Raceived: Novesber 1, 2022
Accepted: May 16, 2023
Published cmliow: Ady 14, 2023

Horm Res Paediatr
DOL 10.1159/000531766

International Guidelines for the
Diagnosis and Management of
Hyperinsulinism

Diva D.De Leon® Jean Baptiste Arnoux” Indraneel Banerjee*
Ignacio Bergada® Tricia Bhatti® Louise S. Conwell’ Junfen Fu9
Sarah E. Flanagan™ David Gillis' Thomas Meissner! Klaus Mohnike*
Tai LS. Pasquini' Pratik Shah™ Charles A. Stanley® Adrian Vella®
Tohru Yorifuji® Paul S. Thornton?

Congenital Hyperinsulinism Center and Division of Endocrinology and Dibetes, Department of Pediatrics,
Children's Hospital of Philadelphia, Pereman School of Medicine at the University of Pennsylvania,
Philadelphia, PA, USA; "Reference Center for Inherited Metabolic Diseases, Necker-Enfants Malades Hospital,
AP-HP, University of Parts-Cité, Paris, France: “Paedlatric Endocrinology, Royal Manchester Children's Hospital,
University of 3 UK; “Centro de “Dr. César Bergadd”
(CONICET - FEN. Division de Endrocrinologia, Hospital de Nifos Ricardo Gutiérrez, Buenos Alres, Argentina;
“Department of Clinical Pathology and Laboratory Medicine, Children's Hospital of Philadelphia and Perelman
School of Medicine at the University of Permva Philadelphia, PA, USA; "Australia and Children’s Health
Chnical Unit, and Diabetes, Qu Children's Hospital, Children’s
Health Queensland, Greater Brisbane (I-ud School, Medical School, Faculty of Medicine, University of
Queensland, Beisbane, QLD, Australia; "National Chinical Research Center for Chikd Health, Department of
Endocrinology, The Children's Hospital of Zhejiang University School of Medicine, Hangzhou, China: “institute of
Biomedical and Clinical Science, University of Exeter Medical School, Exeter, UK: 'Hadassah Medical Center,
Department of Pediatrics, Ein-Kerem, Jerusalem and Faculty of Medicine. Hebrew-University, Jerusalem, ksraek;
'Department of General Pediatrics, Neonatology and Pediatric Cardiology, University Children’s Hospital, Medical
Faculty, Heinrich Heine University, Duesseidod, Germany; ‘Department of General Pediatrics, Otto-von-
Guericke University Magdeburg, Magdeburg. Germany; Research and Policy Director, Congenital Hyperinsulinism
International, Gles Ridge, NJ, USA; ™Pediatric Endocrinology, The Royal Lendon Children’s Hospital, Queen Mary
Unliversity of London, London, UK; "Division of Diabetes, Endocrinology and Metabolism, Mayo Clink, Rochester,
MN, USA; “Pediatric Endocrinology and Metabolism, Children's Medical Center, Osaka City General Hospital,
Osaka, Japan; *Congenital Hyperinsulinism Center, Cook Children’s Medical Center and Texas Christian University
Burnett School of Medicine, Fort Worth, TX, USA

Keywords Abstract
. Insulin d: (HI) due to of
pan(reanc beta-cell insulin secretion is the most common
and most severe cause of persistent hypoglycemia in infants
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Lives of People Living With
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How to Join the HIGR Cc

The HI Global Registry

Get Started Already Registered*

1. Visit higlobalregistry.org 2. Click “Request Account” 3. Complete the 4. Complete all surveys!
registration forms




Helpful Resources

DONATE TODAY!

° Congenital AboutUs v  Awareness & Resources v  Research v
H I Hyperinsulinism
o International

The HI Global Registry

Get Started Already Registered*

= e

*New password required: If you have previously registered to participate in HIGR but have not logged in
since before November 10, 2023, please click the Login button and click on the link to “Reset your
password”

What is the HI Global Registry?

The HI Global Registry (HIGR) is the only patient-powered hyperinsulinism (HI) registry. A patient
registry is an organized way of collecting information about a group of individuals with the same or
related diseases. The HI Global Registry contains a series of surveys designed to capture information
about various aspects of being diagnosed with and living with hyperinsulinism.

HIGR launched in 2018 and consists of thirteen surveys that record various aspects of the patient and
caregiver experience with HI over their lifetime. Additionally, MaxHIGR provides complementary data
from the physician perspective. These insights are critical to the entire HI community and become even
more meaningful as more individuals participate. Survey responses are made anonymous/deidentified
and shared with researchers to improve the overall understanding of HI to help advance new
treatments, to improve patient care, and ultimately, to bring the lived experience of HI to the forefront
of research.

Since its launch in 2018, data from the HI Global Registry has been quoted in or informed:

¢ The International Hyperinsulinism Clinical Care Guidelines

 Clinical Trial protocol design and inclusion/ exclusion criteria for studies
* Four peer-reviewed journal articles

Five medical conference poster presentations

Search ... n

When tofite sugar hurts, we help: Support & Clinical Care ¥  Events Donate Blog Contact v

HI GLOBAL
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QUICK LINKS

Annual Reports &
Publications

Registry Objectives

Congenital
Hyperinsulinism
International

When too little sugar hurts, we help™”

Frequently Asked Questions

Video Tutorials

PDF Help Guides with
screenshots



L2HEP80 Join the HI Global Registry!

Complete / Update all Surveys

Dexcom Volunteers?

info@higlobalregistry.org
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Your
experience
with

hyperinsulinism

matters.

Join HIGR today and complete surveys in
English, Spanish, Italian, French, Portuguese,

German, or Korean.

higlobalregistry.org




