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« Further research
+ Partner developments
» Regulators & funders

O relationships
« Patient community engagement » Boards & committees
* Project blueprint & recruitment * Registry outcomes
- Expert Steering Committee + Clinician engagement publications
review & recruitment & promotion - Registry developments
« Registry provider analysis * Researcher engagement « Community engagement
+ CHI seed funding & promotion & retention
- Community engagement + Other collaborating parties » Resource management
- Registry provider selection & contract engagement & promotion » Strategic planning |
« Multi-country recruitment 5
-
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* Protocol development
NHS registry data set

» Data management plan

« Communication plan &
deliverables

* Registry design &
congifuration

+ IRB approval

* Registry testing & training

» Funding analysis

+ Partnership development

« Community engagement

* Rare disease patient
registry review

+ Rare disease registry
assessment

» Adoption of natural
history study (NHS) model

* Rare disease NHS registry
committment

The HI Global Registry has many
Global partners and is sponsored by
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» Multi-country recruitment

» Data management

+ Data reports, analysis & dissemnation
+ Clinical trial support services

* Research collaboration requests

» Governance board

* Registry committees

* Protocol amendments

+ IRB submissions

+ Fundraising & securing funding

« Community engagement & retention
» Resource management

+ Secure HIGR funding
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News Contact

HIGR  Home  About v

Learn more »

Rare Disease Research

This is a unique rare disease patient registry. Are you interested in using
our data to further your rare disease research?

Researchers »
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Register Log in

Join the Registry

Please create an account and provide consent to participate in the study.

Participating in This Study

Information collected during this study may be used to help provide
opportunities for patients and researchers to collaborate in the rare

disaease community.
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HAVE THE POWER!

HI Global Registry | Patient-powered research
higlobalregistry.org for a brighter future
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Collaboration of HI Experts

. Healthcare Biotech &
Patients Caregivers Professionals Pharma
l \
Family | eveEEey Researchers
Members - Organizations

Leads to knowledge, treatments and improved patientcare
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International Patient Advocates

Davelyn Hood, Chair (US)
Isabel Calderon, Vice Chair (Canada)
Julie Raskin (US)
Ulrike Seyfarth (Germany)
Marla Paz Qviedo (Para uay)
ientAnepresgntative
R&ammamrm UK)

Scientific Advisors

Jean-Baptiste Arnoux (France)
Indi Banerjee (UK)

Diva De Leon (US)

Sian Ellard (UK)

Sarah Flanagan (UK)

@W@ Mhn'ke (Germany) Registry Director

Jacqui Kraska (US)
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REZOLUTE

A Metabolic and Orphan Disease Company

Bronze

viMo ‘Crinetics

harmaceuticals
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Connection with truly global set of HI patients

.—-/

WA

!
T
y

=i = =)
=ilje =i)e =ie¢

)| HI GLOBAL
7~ (ada ol » |

- i DIE ¢ [ » AV 4
77 REGISTRY
{ 7




Hyperinsulinism

H l Congenital BENEFITS TO RESEARCHERS/
International CLINICIANS

/

\ z
=)o =)o =ie
=ilje =i)e =ie¢




Hyperinsulinism

55" I Congenital BENEFITS TO RESEARCHERS/
o International CLINICIANS

Better awareness of available clinical trials
to get more participants involved
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International CLINICIANS

Fertile ground for identifying and
even performing future research
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Better understanding of how the whole community of HI
patients is affected by the condition

Individualized comparison of participant to the HI patient
community
Becoming part of the HI community

Notification of new clinical studies

Patient community driving change

De-identified information shared with researchers dedicated
to improving treatments and patient outcomes
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Research to better understand HI that
EVERYONE with HI can do!
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Control Group Treatment Group
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Study Participants

Q:lQeR\NSUL//V/%
Ay HI GLOBAL
SWr 7477 REGISTRY
'1«00
Treatment Group

Control Group
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