LGMD Organizations

LGMD Focused Organizations &
Foundations
Below is a list of organizations and foundations
that support limb girdle muscular dystrophy (LGMD)
specific research and services.
Most of these
organizations are 501 (c)(3) tax-exempt public
charities. As such, all donations are fully tax
deductible.

Italian Association Calpain 3

(LGMD2A)

The Italian Association Calpain 3 (AICa3) is a non-profit
organization with the focus to the fight against Limb-Girdle
Muscular Dystrophy Type 2A (LGMD2A) caused by calpain 3
deficiency.
The mission of AICa3 is to support research in order to find
the therapeutic treatment that puts a definitive end to Limb
Girdle Muscular Dystrophy Type 2A (LGMD2A) and other
calpainopathies.
Since this is a very rare disease
and

consequently almost unknown, we want to stimulate and maintain
public interest for individuals that suffer from this disease
by promoting and supporting scientific research, by collecting
funds for the same, and give help to all those people who are
facing this problem through the exchange of information and
experience.
More Info:
Website www.aica3.org

B Baggins

B. Baggins is a registered charity that offers psychological
and physiological support to individuals with Limb-Girdle
Muscular Dystrophy (LGMD).
The B. Baggins Foundation raises funds to provide grants for
equipment and research. We are the only registered charity
within the UK who specifically supports this rare and
currently incurable group of diseases.
They are looking to increase our public support in order to
raise awareness and funds, which will enable the charity to
continue its vital works.
More Info:
Website www.bbaggins.org

Beyond Labels & Limitations

BL&L, a non-profit organization established to raise money
dedicated exclusively to Limb-Girdle Muscular Dystrophy type
2A (LGMD2A) and to educate on the disease course and
associated struggles of LGMD2A, as recounted through my
personal experiences.
In

2007

when

BL&L

was

established

we

wanted

the

organization to look beyond the current status in both the
course of the disease and perceptions of what’s to come; to
believe there is a cure out there and we’ll find it; and in
hope for what’s to come in the future.
More Info:
Website www.beyondlabelslimitations.com

Coalition to Cure Calpain 3

(LGMD2A)

Coalition to Cure Calpain 3 (C3) is a non-profit public
organization that provides support for promising research into
finding treatments or a cure for Limb-girdle muscular
dystrophy, type 2A/Calpainopathy (LGMD2A) – which results from
a deficiency of the calpain 3 enzyme. The organization also
maintains the LGMD2A Patient Registry which will provide
researchers a list of people to contact about clinical trials

of promising therapies.
Coalition to Cure Calpain 3 (C3) was founded in 2010 for the
specific purpose of funding research efforts focused on
understanding the biology of and finding a cure for
LGMD2A/Calpainopathy. This organization was created by people
with LGMD2A for people with LGMD2A as both founders have this
progressive disease.
The organization is motivated by a
desire to encourage collaboration among scientists, those who
have LGMD2A, their families, friends and the community-atlarge to bring an end to this under-researched, underfunded
“orphan” disease.
More Info:
Website www.curecalpain3.org

Conquistando
(LGMD1F)

Escalones

Association

“Conquistando Escalones” Association was created by Muscular
Dystrophy LGMD1F affected and their families. In the past 15
years, great advances have been done in the research on this
disease, but the main discover has been done in 2013: the
malfunction on gene TNPO3 that causes this disease, makes
people affected by LGMD1F immune to HIV infection and they
could be a possible cure for the AIDS. Since this extremely
important discover, not only for the LGMD1F affected but also
for millions of peoples, we have got the attention of media
and companies. This helped us in making ourselves, and the
importance of this research, known, and allowed us to organize
several events to collect the money we used to directly
finance an international research project on LGMD1F and
AIDS with the objective of healing both of them.

More Info:
Website
www.conquistandoescalones.org

CRL Good Life Foundation

The Clifton R. Lewis Good Life Foundation is a non-profit
organization which provides support and assistance to better
the lives of people with Muscular Dystrophy. Through
accessibility assistance, special equipment, funding for
research and the Dream Creator the foundation will strive to
improve the lives of people with MD.
“To The Good Life”

More Info:
Website
www.crlgoodlife.org

Cure LGMD2i Foundation

(LGMD2I)

The Cure LGMD2i Foundation is a non-profit public charity and
our goal is to support cutting edge research facilities who
are working to establish an effective treatment or cure for
Limb Girdle Muscular Dystrophy, Type 2I (LGMD2I).
The CureLGMD2i Foundation was created by the Brazzo Family
when their daughter, Samantha, was diagnosed with Limb Girdle
Muscular Dystrophy (LGMD Type 2I) at the age of two. At that

time, the Brazzos realized that there were no
organizations accepting donations specifically for research
for LGMD2I. They decided to create this Nonprofit
Organization (formerly known as The Samantha J. Brazzo
Foundation) with a mission to spread awareness about LGMD2I
and to raise funds to support research for this
progressive disease.
More Info:
Website

www.curelgmd2i.com

FAMILY
GROUP
OF
SARCOGLYCANOPATHY
(LGMD2E)

BETA-

The Family Group of Beta-sarcoglycanopathy (GFB ONLUS) is a
group of families with people with beta-sarcoglycanopathy and
other Limb-girdle muscular dystrophies. THE GFB ONLUS is a
non-profit organization and it
was created to finance
research projects aimed at treating Limb Girdle Muscular
Dystrophy type 2E (LGMD2E).
Formed in February 2013, since 2012, the family of GFB ONLUS
has raised more than $ 700.000 for research into LGMD2E. Among
other initiatives, the association
is currently funding a
gene therapy project about LGMD2E.
More Info:
Website
www.lgmd2e.org

Italian Association of Emery Dreifuss
Muscular Dystrophy
(LGMD1B)

The Italian Association of Emery Dreifuss Muscular Dystrophy,
also known as AIDMED, is a non-profit social (non-profit) that
aims to involve all people affected by this disease and those
who want to support us, building a network of solidarity and
support in difficult times . Emery Dreifuss Muscular Dystrophy
stems from a genetic mutation causing visible damage to the
skeletal muscles and the heart muscle.
Among the objectives of the Association is to support research
projects on these genetic mutations. More contributions we can
gather, the faster the goals of these research projects will
become concrete realities.
More Info:
Website
www.aidmed.org

Jain Foundation

(LGMD2B)

The Jain Foundation is a non-profit private foundation whose
mission is to cure muscular dystrophies caused by dysferlin
protein deficiency, which includes the clinical presentations
Limb-girdle muscular dystrophy type 2B (LGMD2B) and Miyoshi
muscular dystrophy 1 (MMD1). The foundation is privately
funded and does not solicit funding from patients or other

sources.
The Foundation’s focused strategy includes funding and
actively monitoring the progress of scientific research
projects in key pathways towards a cure, providing financial
and logistical support to promising drug candidates to
accelerate them to clinical trials, funding clinical trials
and studies, encouraging collaboration among scientists, and
educating LGMD2B/Miyoshi patients about their disease and
helping them with their diagnosis (e.g., funding dysferlin
protein and gene mutational analysis).
More Info:
Website
www.jain-foundation.org

Kurt + Peter Foundation

(LGMD2C)

The Kurt + Peter Foundation, a non-profit public organization,
was formed by the family and friends of Kurt and Peter
Frewing to raise money and direct it into the hands of
researchers who have the best shot at developing a treatment
or cure for Limb Girdle Muscular Dystrophy type 2C (LGMD2C).
Since 2010, the Kurt+Peter Foundation has raised more than $1
million for research into LGMD2C. Among other initiatives, the
foundation is currently funding development of an exon
skipping compound that the foundation hopes will treat the
majority of LGMD2C mutations.

More Info:
Website www.kurtpeterfoundation.org

LGMD2D Foundation

(LGMD2D)

The LGMD2D Foundation is a non-profit private foundation whose
mission is to expedite the development of a cure or therapy
for Limb-girdle muscular dystrophy type 2D (LGMD2D). In
addition to educating patients and physicians, the Foundation
maintains a patient registry, funds and monitors research and
progress, provides financial support to accelerate clinical
trials, and encourages scientific collaboration.
The mission of the LGMD2D Foundation is to support research
and clinical trials to speed the development of treatments and
cures for LGMD2D. Formed in September 2013, the foundation is
committed to the development and maintenance of an
international patient registry for individuals diagnosed with
LGMD2D and to supporting relevant scientific research.

More Info:
Website
www.lgmd2d.org

Limb Girdle Muscular
Research Fund
(LGMD2I)

Dystrophy

2i

The LGMD2I Research Fund is a non-profit private foundation
whose mission is to expedite the development of a treatment
for Limb-girdle muscular dystrophy type 2I (LGMD2I). Through

its grant awards program, the LGMD2I Research Fund promotes
basic research, fosters clinical trial readiness and supports
translation of promising scientific discoveries into clinics.
More Info:
Website www.lgmd2ifund.org

McColl-Lockwood Laboratory for Muscular
Dystrophy Research

McColl-Lockwood Laboratory for Muscular Dystrophy Research is
a non-profit public charity with the mission to develop
experimental therapies for the treatment of the muscular
dystrophies and to facilitate the translation of experimental
therapies to clinical trials in order to improve the quality
of life for patients with the disease.
Initiated in 2003,
the Carolinas Muscular Dystrophy Research Endowment is
dedicated to supporting research for select types of muscular
dystrophy, particularly Limb Girdle, which is currently being
conducted in the McColl-Lockwood Laboratory for Muscular
Dystrophy Research at Carolinas Medical Center, directed by Qi
Long Lu, MD, PhD.
More Info:
Website
www.carolinashealthcare.org/mccoll-lockwood-laboratory-for-mus
cular-dystrophy-research

Muscular
(MUDAK)

Dystrophy

Awareness

Kenya

Muscular Dystrophy Awareness of Kenya (MUDAK) is a community
based organization which was founded with the main objective
of championing for the rights and freedom of people leaving
with muscular dystrophy and other forms of neuro-muscular
conditions through awareness creation and assisting those
newly diagnosed to get information about the condition.
More Info:
Website
E-mail

http://musculardystrophykenya.blogspot.com
musculardstrophykenya@gmail.com

Nationwide Children’s
The Muscular Dystrophy Clinic at Nationwide Children’s is
nationally recognized for leading research and clinical care
for patients with any of the muscular dystrophy types.
Supported in part by the Muscular Dystrophy Association (MDA),
we provide the highest level of comprehensive care to patients
from across the country.
Our multidisciplinary team is the foundation of our clinic.
The combined expertise of specialists in neuromuscular
disorders, cardiology, pulmonary medicine, and other
disciplines coordinates patient care in a single clinic
location. Specialized therapists in the clinic manage
activities of daily living and assist patients with techniques
to adapt to progressive symptoms. Nationwide Children’s is
also an NIH-funded Paul D. Wellstone Muscular Dystrophy

Cooperative Research Center.
More Info:
Website
www.nationwidechildrens.org/muscular-dystrophy-clinic

Patients’ Association for Dysferlinopathy
Japan (LGMD2B)

This association is referred as ‘Nihon dysferlinopathy kanjyakai’ in Japanese and PSDJ, ‘Patients’ Association for
Dysferlinopathy (MM/LGMD2B/DACM) Japan’ in English.
PADJ was established for the communication between Japanese
and international patients with dysferlinopathy (Miyoshi
myopathy, Miyoshi muscular dystrophy 1 (MMD1) and limb-girdle
muscular dystrophy type 2B (LGMB2B), development of early
treatment for dysferlinopathy aimed at a complete cure.

More Info:
Website www.padj.jp/index.html

The Speak Foundation

The Speak Foundation (TSF) is a non-profit organization
that is run entirely by volunteers who live with a form of
Muscular Dystrophy or who have a loved one with a disability.

We are a charitable, faith-based organization that is
dedicated to helping people of any age cope with and overcome
the challenges of living with a neuromuscular disease (NMD).
We are available to provide support to people with other
health conditions as well. We personally understand the
challenges that many people with MD face; TSF was created to
unite a community, give all people with disabilities a voice,
and defend the rights of those in need. A central part of our
mission is to reach out to those living with NMDs, to connect
their lives through mentorship, provide information and
support, and inspire hope. One way that we do this is through
our annual summer conference, which provides a context for
relationship building and educational sessions on the many
issues that affect those with NMDs most deeply. We hope to
connect with those who are newly diagnosed, so that we can
provide you with a community of helpful information and
resources that will greatly assist you.
More Info:
Website

www.thespeakfoundation.com

