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A Future Without Lows

The HI community needs:

Improved Better treatment
understanding of HI options

Clear clinical care Improved recognition
guidelines & faster diagnosis

How can we get there?
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Participate in research!
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Willow loves to swim,

but her mom worries about blood sugar drops

When 100 fiie sugar heirts, we help™
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What is the HI Global Regi:
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HIGR is the only patient-powered Qualified researchers can
international registry for A request the data for studies to
hyperinsulinism research learn more about HI, develop
new treatments, and improve
care
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1. Surveys that people with HI or their
caregivers complete online from home
2. Share glucose values (optional)



History of the HI Global'’

In the
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First patient-reported
data collection for Hi

Launch of the
HI Global

Congenital Hyperinsulinism
International: A Community

Our hyperinsulinism
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Lives of Peopl ul Congenital hyperinsulinism in infancy
Congenital Hy and childhood: challenges, unmet needs
and the perspective of patients and families

n-Baptiste Arnoux’, Diva D. De Leon”, S

t A Welnzimer

sSurveys are now

available in seven
languages!

SIGN UP FOR THE HI GLOBAL REGISTRY
TODAY.
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First research

publications using

HIGR data

500 registrants!

HIGR moved to
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HIGR surveys
translated into
multiple
lang@ages
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Enabled CGM
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data
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Hyperinsulinism

International Guidelines for the
Diagnosis and Management of

DivaD.De Leon® Jean Baptiste Arng
Ignacio Bergada® Tricia Bhatti® Lo
Sarah E. Flanagan” David Gillis' Th
Tai LS. Pasquini' Pratik Shah™ Cha

Tohru Yorifu]i® Paul S. Thornton”

Perspechive

Proposed Screening for Congenital Hyperinsulinism in
Newborns: Perspective from a Neonatal-Perinatal
Medicine Group

Jeffrey R. Kaiser "-**(0, Shaili Amatya ', Rebecca J. Burke ', Tammy E. Corr ', Nada Darwish ',

Chintan K. Gandhi ', Adrdenne Gasda ', Kristen M. Glass ', Mitchell J. Kresch ', Sarah M. Mahdally ',

Maria T. McGarvey |, Sara |. Mola !, Yuanyi L. Murray 0, Katie Nissly !, Nanyaly M. Santiago-Aponte !,
Jazmine C. Valencia ! and Timothy W. Palmer !




Who can join HIGR? LHI=

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
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A truly global community

Over 500 registrants across 60 countries
enrolled in the HI Global Registry

Europe, 25% Welcome!

Asia, 6%

North America, 58%

» DR ) [ - |
Oceania, 4% Bem-vindo!

South America, 5%

Africa, 1%

Willkommen!

higlobalregistry.com




Have you ever asked.. ALHI =~
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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

[ 4 - .
® Quality of Life -

& MaxHIGR @™ Development m i

[ d
Medication @® Quality of Life -
[
? Pregnancy tc, Management N Participant

Birth / Surgical
y Management

€

NEW surveys
coming soon!

Rsmm  Diagnosis “:/ Diet & Feeding
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MaxHIGR
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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
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Glucose Monitoring Data
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glucose values | It takes

for Hl research! justa
few clicks

3. Connect ‘ to share

1. Log 2. Apps
into HIGR and to Dexcom |
- - your CGM

\;@e‘*‘N%@% values for
3 FE General information DeXCOm HIl resedrch.
EL") % wi Surveys/Studies 7

%) Health Info o q?ﬁ REGISTRY www.higlobalregistry.org
HlI GLOBAL el N
REGISTRY

Dexcom app on smart device: Continuous data stream
Handheld receiver: Requires monthly upload to Dexcom Clarity
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Glucose Monitoring Data

Why share your glucose & L NG
monitoring data? ‘- "\ | ‘Pairing our CGM

©_ with HIGR was easy,
.\ we justlogged in.

o0 -
R & " It's wonderful to
m Help to expand access to CGM BB <) e RS ondee

g haring our child's
1 . trends today,
|,\r Improve understanding of i ~ ?researchers could

improve CGM for HI
. children in the
& future.”

i " 2 Helen, HI parent
CC/ Improve CGM accuracy in the \ ] -
i-
(@

glucose patterns in Hi

low range TR,
L) Reiorey www.higlobalregistry.org

Comparator arm for clinical
trials




HIGR Data for Resee LHIL = ~
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HIGR Annual Report

of people living with of people with HI
: hyperinsulinism report having
CHI-led Research Studies report having S ———

feeding issues than once a day

Physician-led Research Studies

Industry Data Requests

of families are

of people taking .
Requests for HIGR diazoxide* report at struggling to pay for
data in 2024! least one side effect the costs associated

with hyperinsulinism

*the most common medicine used to treat HI



Data Privacy & Securit

DATA COLLECTION
an
(1 1)
L]
HIPAA GDPR
compliant compliant
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Qualified GCP Ethics

Researchers Training
Data security Restricted
access

policies profiles
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DATA SHARING
SuEllitee Deidentified
Researchers
A,
e
Summary Data Use
Data Agreement



How to Join the HIGR C¢ ALHIL: -
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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

5. Connect your CGM
(optional)



DONATE TODAY!

° Congenital AboutUs v A &R v
Hyperinsulinism
° International

The HI Global Registry

Get Started Already Registered*

Cems [

*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 Hl 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 Hl 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

Why is the HI Global Registry Important?

Whes t00 it sugar hurts, we helg™ Support & Clinical Care ¥ Events Donate Blog Contact v
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QUICK LINKS
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Frequently Asked Questions

PDF Help Guides with
screenshots

@ Video Tutorials

‘ : Annual Reports



What's Next?
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g Complete / Update all Surveys
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[ info@higlobalregistry.org

Connect your Dexcom & share
glucose values for HI research
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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.orc




