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Neuromuscular Disease Foundation

Dear supporters,

In 2018 we set lofty goals for the next two years of our
organization. In 2019, not only did we meet — but we
exceeded - our financial goals. With your help, in a
short 16 months, we matched our almost-unheard-of
$2.5M challenge grant. These funds will allow us to
sponsor all of the studies for FDA approvals that are

required to take the next steps toward gene therapy.

For an orphan disease, we are fortunate to be
working directly with the world’s best experts from
Yale University to Nationwide Children’s Hospital,
Hadassah, and many others, including international
government agencies. For example, the NIH is in
the process of enrolling patients in its final phase
of clinical trials for ManNAc, a potential treatment
to slow the progression of GNEM. In short, NDF’s
funding and leadership have fostered data-sharing
and collaborations in unprecedented ways that are

expediting progress.

NDF’s Advocacy, Education and Awareness Programs
have also made tremendous global impact. Without
these programs, it would be impossible to promote

proper and timely diagnosis, or build our database

of patients, all of which are critical to support the
science necessary to end the scourge of this disease.
Through our symposia in Philadelphia and Tel Aviv,
and other gatherings in places such as Mumbai, New
York, and Ivory Coast, NDF was able to coordinate
the expertise of internationally renowned scientists,
industry professionals, patients and family members
alike, in a common mission to educate and advocate
for our patient community. Simultaneously, the events
benefited our scientific efforts with the collection of
blood, saliva and tissue samples for our whole genomic
sequencing initiatives, as well as our growing biobank.
By growing our database of patients around the world,
we build our attractiveness to biotech companies that

could take on GNEM as their next project.

None of this remarkable progress would be possible
without the support of you, our donors. On behalf
of our board of directors, scientific advisors, staff,
and our patients and their family members, I wish to
thank each and every one of you for your generous
donations and for honoring the pledges that you
made in 2018 and 2019. Ilook forward to keeping you

updated on our continued progress throughout 2020.

Sincerely,

Lalé J. Welsh
CEO, Neuromuscular Disease Foundation



About GNE Myopathy

Our mission is to enhance the quality of the lives of
people living with GNE Myopathy (also known as
HIBM)' through advocacy, education, outreach, and
funding for critical research focused on treatments
and a cure.

GNE Myopathy—or HIBM—is a distal myopathy:

a rare genetic disease starting at the feet, causing
muscles to slowly weaken. GNE Myopathy is not life-
threatening, but it may lead to physical debilitation
within two decades of diagnosis. Symptoms usually
begin to develop in early adulthood, between late teens
to early 30’s. GNE Myopathy exists in all races and
nationalities, worldwide; however, ongoing natural
history studies® show elevated carrier rates in certain
populations of Eastern European and Asian heritage;
including but not limited to Jewish, Persian, Uzbeki,

Arab, East Indian, Indonesian and Japanese.

Los Angeles New York Tax ID

269 S. Beverly Drive 10 Bond Street 06-1789643

Suite 1206 Suite 330 Registered 501(c)(3)
Beverly Hills, CA 90212 Great Neck, NY 11021

(310) 721-1605 (5616) 441-7126

NDF is my security
ee that someone is doing
something good for the

GNEM community.

It makes me feel that there is a
large, connected community
trying to find a cure for me. I
can sleep better knowing that
NDF is fighting for my health.

- Maya
GNEM Patient and NDF Certified
Patient Advocate, Israel

Learn More
info@CureHIBM.org
CureHIBM.org

Neuromuscular Disease Foundation




Neuromuscular Disease Foundation

NDF has documented
GNE Myopathy patients &
scientists around the world

The Neuromuscular Disease Foundation was created at a time when

ee

there was very little research available — I would not have the faith

that I have today without their pioneering efforts.

- Michelle

GNEM Patient, 2019 Gala Chair
2019 Philanthropy Award Recipient




COUNTRIES &
TERRITORIES

Bangladesh Germany
Brazil Guyana
Bulgaria India
Canada Iran
China Ireland
Cote d’Ivoire Israel
Egypt Italy
England Japan
France Malaysia

Nepal

The Netherlands
Northern Ireland
Pakistan

Palestinian Territories
Philippines

Portugal

Russia

Saudi Arabia

Scotland

South Korea
Suriname

Taiwan

Turkey

United Arab Emirates
United States

Zambia
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Neuromuscular Disease Foundation

NDF Awards

Philanthropy Award issued to:
Michelle & Bob Etebar

2018 NDF Philanthropy Award winner, David Dahl, presents 2019
Philanthropy Award to Michelle & Bob Etebar.

Scientific Advancement Award
issued to:

Leadiant Biosciences & National Institutes of Health

NDF Board Co-Chair Ralph Loren and NDF Board and Scientific
Advisory Committee member Dr. Tahseen Mozzafar present NDF’s 2019
Scientific Advancement Award to Dr. Nuria Carrillo and Michael Minarich

on behalf of NIH and Leadiant Biosciences.

Allstar Awards issued to:

Amy Curran, Maya Davidovich-Cohen, Kelly Ma,
Mona Patel, and Tara Voogel

NDF Allstar Awards are presented to Certified Patient Advocates Maya
Davidovich-Cohen (Israel), Kelly Ma (China & Taiwan), Tara Voogel (U.S.),
Amy Curran (U.S. not pictured) and Mona Patel (U.K. not pictured) by
NDF Board Co-Chair Tricia Mullins and C.0.0. Nancy Lurie.




2019 Achievements

Clinical Research

Funded Hadassah Medical Center with a 2-year grant
for creation of animal models. Their successful zebra
fish model—as a direct result of this funding— is the
first reliable animal model developed that can be used
in clinical testing and can ascertain the efficacy of the

approach. Dr. Mitrani-Rosenbaum’s lab is also developing

a mouse model due in 2020.

Funding of Lek Lab at Yale University biomarker and
CRISPR studies. The results obtained from the Lek Lab
will allow us to determine the feasibility of using this
approach in clinical trials.

Funded Dr. Kelly Crowe at Mount St. Joseph/
Nationwide Children’s Hospital’s project using
sialylation-sensitive lectins to identify biomarkers

of the disease which can then be used to assess the
therapeutic potential of therapies such as gene therapy.
This important study may also help get valid outcome
measures for future clinical trials.

Completed 1st phase of Whole Genomic Sequencing
in 40 samples tested at PerkinElmer and Yale, with some
additional assistance from the NIH. This helps identify
any modifiers and allows the medical community to
better understand the reasons that patients show such

diversity in the progressions of the disease.

Provided gift funds to NIH for critical human resources
support for their GNEM studies. This supports late stage
clinical trials for ManNAc to develop outcome measures
to be used for FDA approval for ManNAc, as well as for
any future treatments currently in development.

\L /4 s

In all my years of working in the HIBM

community, I have never before seen the

kind of enthusiastic collaboration and
scientific momentum that NDF has been able to

inspire these past few years.

- Carmen Bertoni, PhD
Gene Therapy Scientist and
Associate Professor, Dept. of Neurology, UCLA

We are grateful to our vast and impressive
consortium of scientific minds with their expertise
in GNEM for collaborating with NDF in various
ways, not the least of which is the sharing of
samples and data which will exponentially
expedite our collective goals.

Dr. Stella Mitrani-Rosenbaum, Hadassah
Medical Center; Yale University; Nationwide
Children’s Hospital; The NTH (NHGRI); Leadiant
Biosciences; Dr. Ichizo Nishino, National Center
of Neurology and Psychiatry, Japan; Dr. Perry
Shieh, UCLA; and Dr. Tahseen Mozaffar, UCI
who tirelessly assisted with sample collection;
and to the members of our Scientific Advisory
Committee and Scientific Proposal Review Team,
who always go above and beyond in their attention
to detail and commitment to good science and for
volunteering to further our cause.

2019 Scientific Advisory Committee members:
Dr. Zohar Argov, Dr. Carmen Bertoni, Dr. Wayne
Grody, Dr. John Hakimi, Dr. Madhuri Hegde, Dr.
Angela Lek, Dr. Monkol Lek, Dr. Tahseen Mozaffar,
Dr. Laura Rufibach and Dr. Kathy Shenassa.

Neuromuscular Disease Foundation




NDF Certified
Patient Advocates

Abdullah Al-Shamrani Saudi Arabia
Amy Curran* USA
Maya Davidovich-Cohen Israel
Imad Kazim USA
Suleyman Kus Turkey
Taiwan &
Kelly Ma .
h:
Ching Advocacy - NDF Events
Saskia Melches Germany
Italy & o . .

Rose Okama Cote d’Ivoire Hosted & produced symposia in Philadelphia and Tel Aviv
Michela Onali Italy ,

Co-sponsored patient events in Israel, India, Cote d’Ivoire,
Valeria Pace Italy Palo Alto, and New York
Mona Patel UK .

Sponsored multiple NDF Ambassadors awareness and
Guy Ratson Israel friend-raising events
Ashutosh Verma India

Created NDF All Star Awards contest
Tara Voogel* USA

Facilitated monthly patient HUDDLES

* Patient Advocacy Program Managers

Hosted quarterly Certified Patient Advocacy (CPA) meetings

@ Online

o Webinars

GNE Biobank Progress

with special guest,
Dr. Monkol Lek

NIH Update on . .
Phase 2 Of ManNAc Dr. Monkol Lek (Yale University) presents to attendees at an NDF Symposium

NDEF scientific team and staff visit the team at Hadassah Medical Center

with special guest,
Dr. Nuria Carrillo

Coping with
Disappointment & Grief

with special guest,
Dr. Gretchen Kubacky

Neuromuscular Disease Foundation




Industry Conferences &

Key Memberships

NDF as a Whole:
Media coverage in multiple cultural publications
and websites

Member, Global Genes Rare Foundation Alliance
Member, Classy Collaborative

Member, Jewish Genetic Disease Consortium

Our CEQ, Lalé Welsh:
Featured speaker at Patients Associations for Distal
Myopathies Conference (Tokyo, Japan)

Featured speaker at WWGNE Conference
(Mumbai, India)

Featured speaker at Global Genes Patient Summit
(Irvine, CA)

Featured Speaker at Gene Therapy for Rare
Disorders Conference (Boston, MA)

Our CEO & Scientific Advisory Committee:
Pitched Biotech Corporations, JP Morgan
Conference (San Francisco, CA)

Published educational article on GNE Myopathy;
Rare Neurological Disease Report

Our Chief Operating Officer, Nancy Lurie :
Attended and sponsored genetic screening event in
Los Angeles

Collaborative efforts with GeneTestNow.com

Attended the EveryLife Foundation Community
Congress, Washington DC.

Attended the Rare Disease Legislative Advocates
Rare Voice Awards

NDF is grateful to have been awarded grants by:

Ultragenyx
for Advocacy

A private California-based foundation
for Clinical Research

Iranian American Jewish Federation - New York
for Clinical Research

Whittier Trust
for Clinical Research

Rotary Club of Beverly Hills
for Education

Confidence Foundation
for General Funds

Looking Above and Beyond, Inc.
for General Funds

Teach a Man to Fish Foundation
for General Funds

Guidestar
Platinum Seal of Transparency
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2019 by the Numbers

26% 50 states 522

growth in NDF patient registry Now registered as a charitable orga- attendees at our sold-out Gala
nization across the US

220 210 38

Symposia/Patient Day attendees Ambassadors’ Events attendees scientific minds engaged with
GNEM & NDF

18 11 3

core advisors board members employees

Financial Impact
$ 3,187,000 511 $ 22,000

donated & pledged® donors raised on social media

Income Sources

Neuromuscular Disease Foundation

62% 28% 11%
Grants Major Donors Individual Giving
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NDF is the world’s largest GNEM-only patient advocacy organization. Our
programs fund scientific research and provide comprehensive resources, support
and advocacy to affected individuals and their families/caregivers. We provide
outreach and education to scientists and physicians who collaborate, share data
to facilitate proper diagnosis, and encourage timely genetic testing to prevent the

passing down of the disorder to future generations.

Expenses

15%
Administrative Costs

7%
Patient Advocacy
44%
Clinical Research
14%

Awareness & Education

20%
Fundraising & Outreach

0 85 cents’ of every dollar goes towards funding scientific research and core programs
O providing critical support to families living with GNE Myopathy.*

*vs. US based non profit organization average of 63%°
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Neuromuscular Disease Foundation

Giving

Thank you to all of our generous donors

$1,000,000 and up

Anonymous 501(c)(3) Private Foundation

Visionaries - $100,000 and up

Michelle & Bob Etebar
Iranian American Jewish Federation NY*

Benefactors - $50,000 to $99,999

Anonymous Donor

Patrons - $25,000 to $49,999

Shahin Neman
Studio AT

Heroes - $15,000 to $24,999

Carolyn Yashari Becher & Rob Becher
Maria Montgomery
Natasha Sedaghat

Champions - $10,000 to $14,999

Rita & Shahryar Aynesazan
Brennan B Katz D.O. Inc.
Flora Etebar

Leaders - $5,000 to $9,999

Alfred E Mann Family Foundation
Tanaz & Kerry Assil

Azita & Michael Banayan

El Marino LLC

Jacob Emrani

Etehad, LLC

Fidelity Charitable

Partners - $2,500 to $4,999

Bank Leumi USA

Yas Baravarian

Robin & Ed Berman
Azadeh & Shahab Binafard
Sheila & Omid Bolour
Michelle & Amir Dar
Michael Eisner

Nicole & John Emrani
John Emrani
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Anna & Bijan Rodd
Ramesh & Emanuel Yashari*

Confidence Foundation

Ultragenyx Pharmaceutical
Natalie & Michael Zarabi

Teach a Man to Fish Foundation
The N. Hakakian Sons Trust
World Unity Organization

Rita Neman & Shaoul Javaheri
Ladan & Daniel Kadisha
Leadiant Biosciences

Frontline Communications

Sanam & Danny Gabayzadeh
Michelle Asselin & Joseph Meltzer
Rosita Neman & Tooraj Monsef
Hedy & Benjamin Nazarian
Neman Brothers

RH Kids LLC

Kadaba Donor Account
Benjamin Kermani
Shawn Matian
Midthrust Imports

Alex & Mehrdad Monsef
Orly & Amir Ohebsion
Barrie & Adam Pivko
Vault Entertainment

Jila & Benjamin Yadegar

Whittier Trust

Sabrina & Kamram Younesi

Looking Above and Beyond, Inc.
Emina Nazarian
Sheila & Shahram Ravan

Maury Rogow
Houshang Shabani
Taban Family

Lalé Welsh

Western Alliance Bank
Farnaz Yashar

David Yerushalmi

Niloufar & Dariush Yashar
Sarah Yazdanpanah
Brandon Younesi



Builders - $1,000 to $2,499

Sharon Akhtarzad

Shirin & Kourosh Akhtarzad

Thais Aliabadi

American Online Giving Foundation

AMT Construction Co Inc.

Bobby Assil

Kambiz Babaoff

Beach Plaza LLC

Shantel Behroozan

Bita Bekhrad

Daniel Beroukhim

Elishia & David Bolour

Amy Borden Borden

Ezabel & Benjamin Broukhim

California Community Foundation

Caravan Rug Corporation

City National Bank

Tawnie Crowe

Soheila & George Daneshgar

Mehrdad Danialifar

Fred Dardashti

Jon Drucker

Anabel & Shahram Elie

Emser International

Sharon & Chad Eshaghoff

Roya Esmaili

EveryLife Foundation

Jeanne Faber

Rebecca And Michael Feiz

Alexander Forouzesh

Behruz Gabbai

Kambiz Hakim

Roya & Henry Halimi

Jessica & Robin Hanasab

Heritage Realty

David & Ingrid Heskiaoff

Carolyn Huang

Jewish Community Foundation Los
Angeles

Martha & David Kadue

Shirin & Ramin Kahenassa

Haleh Kamrava

Jason Keller

Advocates - $500 to $999

Sandra & Shahram Afshani
Joseph Akhtarzad

Elaine Albert

Zoe & Elijah Aron

Myra Aron

Farshad Asherian

Avy Azeroual

Babak Bamshad

Elizabeth Barcohana

Jennifer Yashari & Noah Bartfeld
Ariel Becker

Beeson, Hoffman & Siddall, Inc
Rebecca Benhaghnazar
Kathryn Benjamin

Arezou & Stephan Berghoff
Junmei Cai

Robert Campion

Living with an ultra rare, progressively debilitating

ee

neuromuscular disease with no approved treatment or

cure often feels scary, lonely and dark. The NDF is the

one bright light that shines upon me, my family and the patient

community at large, offering reassurance that we are not being

forgotten and hope that our futures hold the promise of strength.

- Jennifer

GNEM patient and NDF founding family member

Michael Khoubian
Stephanie Kleinjan
Lahijani Group LLC
Fernanda London

Ralph Loren

Stephanie Meadows
James Mehdizadeh
Brenda Mehdyzadeh
Sepehr Melamed

Roya & Farhad Melamed
Shawn Moradian
Abraham, Madlen & Sam Moradzadeh
Shahin Mruvka

Jane Mullins

Tricia Mullins

Sibelle & John Nazarian
Pedram Nazarian
Michelle Neman

Yadydya Neman

Carrie & Kevin Neustadt
Ramin Parnassi

Jacob Partiyeli

Persian American Woman’s Conference
Mahnaz & Matt Pouratian

Lina & Michael Cohan
Commercial Property Management, Inc.
Kim Defenderfer

Natalie Donel

Fariba & Farid Efraim

Roxanna Elghanayan

Quinn Ezralow

Alexandra Faber

Leena Fakhri

Azita & Jack Farahi

Michelle Farhadi

Yasmine Fattahi

Negin & Egal Gabayzadeh
Shandy & Shahram Gabayzadeh
Mehran & Azita Gabbay

Carol & Kevin Gelbard

Global Genes

Lida Pourrabbani

R2R Holdings LTD t/a Indigo Medical
Zaheeda & Nav Rahemtulla
Candace Ravan

Refoua, LLC

Katrin Sadighpour

Ryan Saghian

Ramin Saghian

Jamie Sands

Nouzhan & Jeannine Sehati
Lili Shafai

Saman Shaolian

Shahab Shaolian

Ebrahim Simhaee

Orly & Carlo Tabibi

Shahab & Shahriar Tehrani
Patty Torkan

Tower Urology

Witherbee Foundation
Tracy & Sam Yadegar
Hamed Yazdanpanah
Nioufar & Avi Yroshalmiane

Shawn Golshani

Daniel Gray

John & Sue Hakimi

Laura Hart

Jasmin Javaheri

Marcus Jones

Ashley & David Josephson
Dr. Behroz Kadz

Deborah & Edward Kaen
Imad Kazim

Daniel Khalili

Javed Khan

Tannaz & Simon Lavi
Nancy & Robert Lurie
Roxana & Ben Maddahi
Mahnaz and Manoochehr Yashari
Angel & John Makhani

Neuromuscular Disease Foundation
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Neuromuscular Disease Foundation

Mojdeh Malekan
Nicole Manoucheri
Farid Mashian

Nadia & Shervin Mateen
Ramin Matian

Kamran Meshkani
Tahseen Mozaffar
Atoosa & Alex Nehorai
Kiwi Neman

Ramin Neman
Desiree Neman

Nilou & David Norouzi
Oliver Omidvar

Limor Pouldar

Mojdeh Rabban

Supporters - $250 to $499

Paulina Afshaini
Minoo Ahdoot
Matt Albert
Shawn Arianpour
Empera Arye
Shamsy Baradarian
Ellen & Michael Bartfeld
Nuria Carrillo
Sima Carter
Mallika Chopra
Brandon Cohan
Michael Davidson
Nicole Dayani
Eddia Trust

Julie Edelstein
Terence Faber
Susan Farahi
Karen Frankel
Wayne Grody
Helen Haghani
Dorit & Adir Haroni
Tina Hay

Friends - Under $250

Bryan Abayan

Ramin Abrams

Gayle Adams

Dorian Aftalion

Nahal Aghajani

Gidon Akler

Alex Alender

Liza Alender

Shadi Arianpour

Nicole Lanouette & Adam Aron
Sogol Ashourpour
Touran Assil

Jilla Azizzadeh

Daniel Banafsheian
Connie & Roger Bandera
Adam Bandera

Sarit Bar

Meir Bar Orian

Rachel Barkan

Yoav Bartov

Laura Bass

Andy Basseri

Barbara Becher

Michael & Cassie Becher
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Sherlyn Rad

Shanon & Phillip Rahimzadeh
Steven Roffer

Rachelle Rojany & Jeffrey Noles
Eliot Saeedi

Shahram Saeedian

Foujan Sakhai

Candace & David Samadi
Stella Sarraf

Jasmine & Soheil Sassounian
Sally Sazegar

Gloria Setareh

Betty & Daniel Shalom

Minoo & Abraham Shaoul
Kathy Shenassa

Tamara Horwich

Jessica Javaheri

Melody Jazaeri

Sherry Kaen

Ruth & Bahman Kamali
Payam Kashfian

Zinaida Korenman
Afsaneh Liuim

Rebecca Mahgerefteh
Kathryn & Pedram Matian
Gabirielle Vidal & Aaron May
Haleh Mehdizadeh

Hope Wintner & Ted Meisel
Sharen & Sean Moghavem
Babak Mortazavi

Arjang Naminik

Nazaret Equities

Ghazaleh (Rachel) Partieli
Ramin Rahimi

Hava & Paul Rahimian
Jina Rezvanpour

Niki Rostami

Nicole Behnam

Sivi Ben Baruch

Moni Ben-Dor

Omid Bendavid

Leon Benrimon

Nirit Brand

Tatiana Broukhim

Linda & Michael Camras
Kati Cascini Polson
Dawn & Dean Celestino
Nancy & Ross Cofer
Orit Cohen

Frank Conti

Lissa & Jeff Copeskey
Zoe & Daniel Corwin
Amy Bersch & Christopher Crain
Zipi Crisi

Michael Dahl

Sean Dahl

Davita Danesh

Deeba Danesh

Maya Davidovich
Peggy Davis Coates
Isaac De La Rosa

Abraham Shofet

Claudine Shokouhi

Gloria Soleimani

Farzad Soleimani

Ebbie Soroudi

Azadeh Tahernia

United Global Advisors, LLC
Delphine Delia Varma
Pantea Vesal

Tiffany & Elroy Vojdani

Y&S Nazarian Family Foundation
Parham Yashar

Shahram Yasharpour

Elena Zager

Nilou & Jack Zakariaie

Jen & Evan Rothenberg
Nariman Saadat

Natalie Sadigh

Jeannine & Nouzhan Sehati
Karen & Scott Silver
Hamid Simantob
Sohayle Sizar

Jenny Smiley

Rabi Soleimani

Mark Spano

Jody & Jacques Stambouli
Maxine & Brent Stratton
Alexandra Torkan
Mahrou Toubian
Mercedeh Tour

Jennifer Wilk

Courtney & Jared Wolff
Nazila Yadegar

Rachel & Pouya Yadegar
Odelia Yashari

Shannon Zackary

Lisa DiForte
Hagit Edri
Anthonio Elazari
Rebecca Elyasi
Sasha Farahi
Justin Farahi
Nikki & Josh Feldman
Kayla Fenner
Dorit Fixler

Laurie & Ben Fox
Lisa Frost

Jamie Gabbay
Noga Gamoran
Mahzad Ghorbani
Porat Gisin
Andrea Gonzalez
Alicia Gorodokin
Shelley Hacohen
Rami Haddad
Tiffany Hakimianpour
Sophie Halavi
Alexander Halimi
Tammy Hardman
Paul Harvey



Saman Hazany
Brandon Hedvat
Dalia Hubner

Mike Issak
Natasha ltwaru
Ariela Izadi

Hilla Rina Izadi
Yossef Izadi

Novaj Javidzad
Natasha Johnson
Ariel Kasheri
Dmitriy Katsel
Shay Keinan
Nellie Keyhani
Robert Khademi
Chantel Khorsandii
Danny Kianmahd
Shabnam Kimiabakhsh
Abraham Kohen
Jonathan Korehe
Matt Kornberg
Daniel Kotzer
Lauren Labib
Emily Lefkowitz
Rachel Leib

Onn Leong

Brian Levian
Roman Lyakhovetsky
Angela Maddahi
Chloe Makhani
Diane Maloney
Allen Manshoory
Daniel Markowitz
Shuli Martin
Shawna Mashian
Joanna & Mike McFarland
Brenda Mehdian
Falguni Mehta
Brian Mikail

Facebook Fundraisers

Karlie Brooks Dixon
Lee Canales

Nadi Filsoof

Celeste Fosmire
Charlene Fournier
April Garey Gammon
Dave Gilmour

Imad Kazim

-

Pledged and honoring as agreed.
Officially called GNE Myopathy, commonly known as HIBM (Hereditary Inclusion Body Myopathy). Also known as: Nonaka Myopathy, DMRV (Distal Myopathy with Rimmed Vacuoles),

Tiffany Mikail
Nathan Moghavem
Alexander Monsef
Mortgage Masters of Indiana
Erik Mykletun

Nilou & Ariel Namvar
Jennifer Nankin
Melina Nasab
Sharlene Natan
Batia Nathan

Davina Nazarian
Phillip Nazarian
Sharareh & Kamran Neman
Kevin Neman

Talia Nour-Omid
Sharon Olivari
O’Neil Omidvar
Haya Oronsaye
Yaniv Ovadia
Melody Pakravan
Azita & Nader Pakravan
Satish Patel

Emily Pettis

Frank Pournazarian
Erin Puma

David Rabanian
Nilou Raiman
Rachel Razi

Landon Richard
Amanda Roe

Daniel Safirman
Alex Saghian
Michelle Sassounian
Gilat Sedaghati
Babak Shabatian
Kathy Shadgoo
Michele Shafroth
Indra Shah

Daniel Shapiro

Kevin Kirby

Adam Kreuz

Alison Laird

Saskia Melches
Michelle Monsef Etebar
Fred Nikgohar

Leigh Olivari

Lexa Pagan

Sanam Shirvani
Natalie Shooshani
Yoni Shraga

Doron Shragay

Nurit Sidi

Steven Simantob
Joshua Simhaee
Nicole & Josh Slavitt
Kayla Soleimani
Rosa Soleimani
Amanda Solomon
Kian Soltani

Yassi Soufer

Asaf Tal

Ester Talasazan
Paula & James Taylor
Sally Triphon

Calvin Turk

Oded Vagim

Tara Voogel

Jaclyn Ward

Robin & Michael Ware
Kyle & Jim Wooldridge
Collin Yashar
Chelsie Yashar
Justin Yashouafar
Mona Yazdanpanah
Alon Yeoshua
Debbie Yerushalmi
Joongjo Yoo
Jennifer York
YourCause, LLC
Hagit Zakry

Mateen Zar

Nahal Zarnighian
Ashkan Zarnighian

Gustavo Sanchez Palmqvist
Fatin Sarker

Kristie Sattler

April Shockley

Anun TaHeBa-PaveBa

Deana Zizzo

QSM (Quadriceps Sparing Myopathy), HIBM2 (Hereditary Inclusion Body Myopathy Type 2), IBM2 (Inclusion Body Myopathy Type 2).

a B~ N

For more details see clinicaltrials.gov ID: NCT01784679 and NCT01417533.
Including 2019 income and pledges.

Based on publicly shared IRS compliant financial statements. Please visit guidestar.org or curehibm.org for more financial details.
According to Grey Matter Research & Consulting, Phoenix, AZ as reported in The NonProfit Times.

Neuromuscular Disease Foundation
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