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OUR MISSION

CHl is the leading organization dedicated to improving
the lives of people with hyperinsulinism (HI). Hl is a
life-threatening disorder that causes dangerously low
blood sugar levels due to the over-production of insulin.
Prolonged or severe low blood sugar can cause seizures,
brain damage, and even death.

CHI supports research toward better treatments and

a cure, tirelessly advocates for timely diagnosis and
improved standards of care, and supports people living
with HI every step of the way.

We thank you for partnering with us to prevent
unnecessary brain damage and death, search for better
treatments, and improve the quality of life for all HI patients.
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SUGAR SOIREE 2021

7:00 PM EDT PROGRAM

Welcome from our host, Turaya Bryant Kamau

AWARD PRESENTATIONS

Be My Sugar Extraordinary Volunteer Award
Julie Elbaum and Lena Mikacich

Be My Sugar Inaugural Center of Excellence Award

® Congenital Hyperinsulinism Center at the Children's Hospital
of Philadelphia, PA, United States

¢ Hyperinsulinism Center at Cook Children's Medical Center in
Fort Worth, TX, United States

e Great Ormond Street Hospital Congenital Hyperinsulinism
Service in London, in the United Kingdom

¢ Charite-Universitatsmedizin Berlin and the University Children's
Hospital Duesseldorf partnership in Germany

e Collaborative Alliance on Congenital Hyperinsulinism
headquartered in Magdeburg, Germany

* Northermn Congenital Hyperinsulinism Service in Manchester
and Liverpool, in the United Kingdom

Be My Sugar Extraordinary Fundraising Award
Nomi and Michael Plaut

CHI UPDATE WITH JULIE RASKIN, EXECUTIVE DIRECTOR

LIVE FUNDRAISING APPEAL WITH LEIGHTON SHELDON



MASTER OF CEREMONIES

TURAYA BRYANT KAMAU

Turaya Bryant Kamau is our host for
the 2021 Sugar Soirée. Professionally,
Turaya is a Broadcast Producer for
CBS Saturday Morning. Turaya is an
accomplished broadcast journalist,
mother, college professor, and CHI
Board Member. She lives with her
husband Nick Kamau and their
children Malcolm and Grace in
Philadelphia, Pennsylvania.
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LETTER FROM CHI'S EXECUTIVE DIRECTOR

| am so grateful for each and every one of you in our treasured Sugar
Soirée community for joining us tonight. We have a new tagline, “When
too little sugar hurts, we help." Everyone here tonight is part of that WE,
and together we had a year full of momentum, and tonight we celebrate.

Yes, again, we are not able to join all together, in person, and we are very
sad about that. However, over the year, we have truly adapted to the
virtual world and seen an expanding community. Tonight, we have people
joining from all over the world, and we are so thankful there is a way to
close the distance between each other.

Together, tonight, we will celebrate the inaugural class of Congenital
Hyperinsulinism Centers of Excellence. The bar was set very high; those
institutions and partnering institutions chosen are providing the highast
quality of care in the world for congenital hyperinsulinism (HI) patients and
their families around the world. While, in this first class, the centers are in
the US and Europe, many of these centers provide care to patients from
all over the world. We hope this designation will be an excellent guide for
families seeking the very best outcomes for their loved ones. In addition
to providing the very best care, these centers are heavily involved in
research and are all working to make the future better for those with the
condition. The professionals at these centers also share their knowledge
with other clinicians and researchers.
Bravo to:
» Congenital Hyperinsulinism Center at the Children’s Hospital of
Philadelphia, PA, United States
« The Hyperinsulinism Center at Cook Children’s Medical Center in
Fort Worth, TX, United States
» Charite-Universitatsmedizin Berlin and the University Children’s
Hospital Duesseldorf partnership in Germany
o Collaborative Alliance on Congenital Hyperinsulinism headquartered
in Magdeburg, Germany
» Great Ormond Street Hospital Congenital Hyperinsulinism Service
in London, in the United Kingdom
» Northem Congenital Hyperinsulinism Service in Manchester and
Liverpoal, in the United Kingdom



Tonight, we also celebrate the advocates who work closely with CHI to
make a brighter future for those with HI possible. Two remarkable
teenagers are honored tonight with the Be My Sugar Extraordinary
Volunteer Award. Julie Eloaum and Lena Mikacich, from just outside

of Chicago and California respectively, joined together virtually to support
CHI. They focused on supporting research through the Million Dollar Bike
Ride. Their experience of living with HI led them to want to give back.
They helped each other raise awarenass of importance of supporting
research in their respective communities and together they made a huge
difference. They have become incredible role models for community
members, young and old.

Finally, tonight, we celebrate two HI parents new to CHI, who invited their
entire community to support HI research as a way of introducing their
friends and family to the experiences their own child has gone through;

a diagnostic process with too many twists and tums and the complicated
management of the condition. They shared with their community why
research matters and in doing so created the biggest Millicn Dollar Bike
Ride campaign in CHI history. In addition to being fantastic fundraisers,
they are also incredibly compelling speakers, and it is our joy to honor
them tonight.

The work we do would not be possible without all of you: supporters, our
generous sponsors, our dedicated board of directors, and our brilliant
scientific, medical, patient, and caregiver advisors, and my dedicated

CHI staff colleagues. | want to thank Jennifer Schmitt for being the engine
behind the Sugar Soirée and all CHI events. Tonight, and always, | am
humbled to work with such an amazing group of people. Celebrate, enjoy,
and remember you are all the Sweetest Supporters on the Sweetest night
of the vear.

Sincerely,

—:‘_,_: 'Z«z.»{yf_,g, ‘Q..]\

Julie Raskin
Executive Director
Congenital Hyperinsulinism International



LETTER FROM CHI'S PRESIDENT OF THE BOARD
OF DIRECTORS

Thanks to everyone for coming together tonight to celebrate the amazing
year we had at CHI. This community really pivoted during the pandemic
and was able to do some amazing things. | am so proud of the great
accomplishments and our newly awarded Centers of Excellence that will
allow all our patients/families to access the care they deserve for HI.

| would also like to thank our volunteers, our patients, parents and all of
the CHI allies who continue to raise awareness about HI, fundraise and
just rise to the occasion.

This evening is so special to me to be with the CHI community who
welcomed me only seven years ago after losing our son Aneesh.

Rohit and | are honored and humbled to spend this evening with you.
Thank you so much for coming.

Yours truly,
Sheila Bose
President, Board of Directors n
Congenital Hyperinsulinism International * ® *
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FROM CH

v & OO,
The CHI Board of Directors and staff
congratulate and thank the 2021
Sugar Soirée Benefit Committee and
Junior Committee. They have made
this a truly memorable and successful
event. They have shared their time,
energy and talents to make this the

#SweetestGala ever!
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TONIGHT'S HONOREES

BE MY SUGAR EXTRAORDINARY VOLUNTEER AWARD

Julie Elbaum Lena Mikacich

BE MY SUGAR EXTRAORDINARY FUNDRAISING AWARD

Nomi and Michael Plaut



SPONSORS

PLATINUM SPONSOR
Zealand Pharma
GOLD SPONSORS

Children’s Hospital of Philadelphia, Children’s Surgical Associates, LTD

Crinetics
Eiger BioPharmaceuticals
Rezolute

SILVER SPONSORS

Children’s Hospital of Philadelphia, Hyperinsulinism Center

Cook Children’s
Hanmi

HYPERINSULINISM AWARENESS SPONSOR
Collaborative Alliance on Congenital Hyperinsulinism, Magdeburg, Germany

VIP TABLE SPONSORS

Anonymous
Mason Smith

PATRON TABLE SPONSORS

Katherine Goldsmith and
Alexandra Fallon
Nomi and Michael Plaut
Dr. Charles and Mrs. Christian Stanley
Pam and John Williams

VIP TICKETS

Sally Bliumis-Dunn and John Dunn

Joan and David Brown

Turaya Bryant Kamau and
Nicholas Kamau

Kristen Carlberg and Peter Wagner

Carla Germanos

Julie Raskin and Mark Gross

PATRON TICKETS

Dawn and Lee Ballin
Sheila Bose and Rohit Kaul
Julie Elbaum
Leo and Alana Folsom
Laura Frankel and Stevan
Weine
Amy Graydon and
Dan Kaplan
Richelle and Jason Hinman
Jessica Hsia
Jason Jacobs
Julie Kremaric
Allan and Melissa Malmed
Wendy and John Mikacich
Robyn Minick
Liz Miller and Howard
Isenstein
Adam Sprung
Ruth Brown Tabak
Dr Nelly Silva
Helen and Craig Standen
Janet and Robert Spector
Elizabeth Van Arsdell
M.L. Wemecke
Erika Wortham



/ealand Pharma is proud to sponsor
CHI's Annual Sugar Soirée.

ZEALAND PHARMA

Zealand Pharma is a biotechnology
company focused on the discovery,
design and development of innovative
peptide-based medicines.

We intend to be a leader in specialty
medicines focusing on metabolic and
gastrointestinal diseases and other rare
disease areas with significant unmet
medical needs.

Please visit us at www.zealandpharma.com



@.I Children’s Hospital
¢ § of Philadelphia°

Department of Surgery

%ﬁﬁnetics

Pharmaceuticals

Better therapies. Better lives.

PROUD SPONSOR

OF THE 2021 VIRTUAL
SUGCAR SOIREE.

crinetics.com  E1¥W/crinetics in/crinetics-pharmaceuticals




IOPHARMACEUTICALS

IYEIGER

Developing AVEXITIDE for Congenital Hyperinsulinism,
with Recent BREAKTHROUGH THERAPY DESIGNATION by FDA

* Inspired by patients, their families and caregivers

* Dedicated to improving the lives of patients affected by rare,
life-threatening disorders with unmet medical needs

* Proud to support Congenital Hyperinsulinism International

Congenital
EIGER BIOPHARMACEUTICALS, INC. I H I Hyperinsulinism
o o el * 5 » International

For more information, please visit www.eigerbio.com

REZOLUTE

A Metabolic and Orphan Disease Company

Providing hope for life without hypoglycemia




Children’s Hospital of Philadelphia has unmatched expertise and
experience treating children with congenital hyperinsulinism. Our
researchers are closing in on better treatments and, one day, a cure.

LEARN MORE:
chop.edu/hyperinsulinism

| Children's Hospital
of Philadelphia*

Choose Cook Children’s
Hyperinsulinism Center:
The Highest level of care

cookchildrenshyperinsulinism.org

COORChilaI‘Ae?l’S.,

Hanmi> Hanmi Pharm.

Creation and Challenge

*Focus on Metabolic Disease Area,
IHanmij

*Drug development focusing
on patients suffering from rare disease.
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THANK YOU

We greatly appreciate the generous contributions of all who have
purchased tickets or donated to the event. We extend an enormous
thank you to the Sugar Soirée Benefit Committee Members who made

this event possible.

HOST
Turaya Bryant Kamau

BENEFIT COMMITTEE

Dr. N. Scott Adzick

Jessica Aronoff

Sheila Bose and Rohit Kaul

Alana and Leo Folsom

Kristen Carlberg and Peter Wagner

Diva D. De Ledn-Crutchlow and
Michael Crutchlow

Alex and Dan Fallon

Katherine Goldsmith

Turaya Bryant Kamau and
Nicholas Kamau

Julie and Christopher Krcmaric

Nomi and Michael Plaut

Julie Raskin and Mark Gross

Jennifer and Jim Schmitt

Julie and Leighton Sheldon

Mason Smith and Gordon Green

Dr. and Mrs. Charles Stanley

Dina and Dan Tallis

Ricci and Paul Thornton

Dr. Lisa States and Kevin Hamel

Pam and John Williams

Congenital
Hyperinsulinism
International

When too little sugar hurts, we help



MORE KUDOS

Thank you to the following people, organizations, and companies for
making this year's Sugar Soirée stupendous:

Alex Fallon and The Prendel Company
Holly Felber

Katherine Lewis

Mahlet Mesfin

Tai Pasquini

Leighton Sheldon

We are also grateful to have such an active and enthusiastic group of
young people supporting our cause on the Junior Committee.

JUNIOR COMMITTEE

Hannah Albertine Amy Patterson

Megan Freeman Ben Raskin-Gross

Katie Frohling Hannah Raskin-Gross

Phillip Gomez Kim Rogers

Ryan Hiatt Madeline Schmitt

Emma Hinchliffe Jordan Siff

Patricia Kilbride Hunter Standen

Elizabeth Kalin Divya Talwar *
Elif Mamak Devin Williams

Grace O'Grady %‘é *
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SCIENTIFIC ADVISORS

Dr.
Dr.
Dr.
Dr.
Dr.
Dr.

Dr.
Dr.
Dr.
Dr.
Dr.
Dr.
Dr.
Dr.
Dr.
Dr.
Dr.

Dr.
Dr.

Jean-Baptiste Arnoux, Necker Children’s Hospital, Paris, France
Indi Banerjee, University of Manchester, Manchester, UK

Oliver Blankenstein, Charite Hospital, Berlin, Germany

Henrik Christesen, Odense University Hospital, Odense, Denmark
Louise Conwell, University of Queensland, Brisbane, Australia
Diva De Ledn-Crutchlow, Children’s Hospital of Philadelphia,
Philadelphia, Pennsylvania, US

Pascale De Lonlay, Necker Children’s Hospital, Paris, France
Mark Dunne, University of Manchester, Manchester, UK

Sarah Flanagan, University of Exeter Medical School, Exeter, UK
Morey Haymond, Texas Children’s Hospital, Houston, Texas, US
Khalid Hussain, Sidra Medical and Research Center, Doha, Qatar
Klaus Mohnike, Otto von Guericke University, Magdeburg, Germany
Andrew Palladino, Pfizer, New York, New York, US

Pratik Shah, Great Ormond Street Hospital, London, UK

Mark Sperling, Mount Sinai Hospital, New York, NY, US

Senthil Senniappan, Alder Hey Hospital, Liverpool, UK

Charles Stanley, Children’s Hospital of Philadelphia, Philadelphia,
Pennsylvania, US

Paul Thormton, Cook Children’s, Fort Worth, Texas, US

David Zangen, Hadassah Medical Center, Jerusalem, Israel
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ZEALAND PHARMA

@.I Children’s Hospital
¢ I of Philadelphia

¢

Department of Surgery

Children'’s Hospital
of Philadelphia*

Congenital Hyperinsulinism Center

new balance

NORTH SHORE

REZOLUTE

AMetabolic and Orphan Disease Company

‘Crinetics

Pharmaceuticals

CookChildren’s.

Since 1033

WAn elbecks

Fine Wines, Spirits & Beer

Barbare Eclectic
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Congenital Hyperinsulinism Intermational
P.O. Box 135, Glen Ridge, NJ 07028
973.5644.8372

www.congenitalhi.org

Hyperinsulinism
International Questions? Please contact:

When too little sugar hurts, we help Jraskin@congenita\hi,org





