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care, better treatments,
and cures. Along the way,
we can also make life

a little easier by sharing

what we have learned.
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From the Editor

Dear LGMD Community,
This issue of LGMD News Magazine focuses

on two things deeply connected to life with
limb-girdle muscular dystrophy: our hearts
and our families.

For some types of LGMD, the heart may
be affected. Education, appropriate monitor-
ing, and access to physicians who understand
LGMD can make a real difference. Our goal is
not to create fear, but to empower patients and
families with questions to ask and how to be
proactive about cardiac care.

And when we talk about the heart, we are
also talking about family.

LGMD may be diagnosed in one person, but
rare disease affects an entire family. Spouses,
parents, children, siblings, and caregivers ad-
just, advocate, celebrate victories, and often
carry worries others may never see.

There is no one way to be an “LGMD family”
What matters is knowing we do not have to
navigate this journey alone.

We are also sharing something just as

important: the tips and tricks we learn from

Straight from the Heart

one another. So much of living with LGMD is
figuring out everyday solutions that make
life easier — how we travel, conserve energy;,
adapt our homes, navigate appointments,
manage family life, or find new ways to do
things that have become more difficult. Many
of us have found that some of the most use-
ful advice comes from another person living
with LGMD.

As science continues to move forward, we
will keep fighting for better care, better treat-
ments, and cures. Along the way, we can also
make life a little easier by sharing what we
have learned.

Our hearts matter. Our families matter.
And the wisdom we share with one another

matters. =

Kt B Fooon

Kathryn Bryant Knudson
Editor In Chief
Founder & CEQ, The Speak Foundation

51)

Our Mission

The Speak Foundation was based on the principle of “Speak up for those who have no voice.

U

Speak up for those who cannot speak for themselves. — Proverbs 31:8

LGMD News is a program of the Speak Foundation. In order to help individuals and families living
with limb-girdle muscular dystrophy receive critical and life-saving information, the Speak Foundation

began publishing this resource in 2021.

n LGMD News | Fall 2026 - Vol. 6 / Issue 4



Connect

International Consortium of LGMD Organizations

United States

The Speak Foundation
Uniting the entire LGMD
community
TheSpeakFoundation.com

Beyond Labels & Limitations

Funding research for LGMD R1/2A
and educating on its disease course
BeyondLabelsLimitations.com

Breathe with MD

Educating and raising awareness
about breathing muscle weakness
in neuromuscular disease
BreatheWithMD.org

Coalition to Cure Calpain 3
Funding research for LGMD R1/2A
CureCalpain3.org

CureLGMD2D Research
Foundation

Funding research for LGMD R3/2D
sujivasu01@gmail.com

CureLGMD2i
Funding research for LGMD R9/2|
CureLGMD2i.org

CureLGMD2T

Raising awareness for LGMD R19/2T
and GMPPB-related Congenital
Muscular Dystrophies
CureLGMD2T.org

Dion Foundation
Funding research for LGMD R5/2C
TheDionFund.org

Kurt + Peter Foundation
Funding research for LGMD R5/2C
KurtPeterFoundation.org

LGMD Awareness
Foundation

Raising awareness of
and advocating for the
LGMD community
LGMD-Info.org

LGMD-1D DNAJB6
Foundation
Representing LGMD D1/1D
and DNAJB6 subgroup
LGMD1D.org

LGMD2D Foundation
Funding research for LGMD R3/2D
and educating patients

and physicians

LGMD2D.org

LGMD2i Research Fund
Funding research for LGMD R9/2I
and educating the patient
community

LGMD2iFund.org

LGMD2L Foundation
Representing the LGMD R12/2L
Anoctamin5-related community
LGMD2L-Foundation.org

Team Titin

Strengthening the titin community:
LGMD R10/2J

TitinMyopathy.com

The Jain Foundation

Funding research for LGMD R2/2B
and educating the patient
community

Jain-Foundation.org

Argentina

ADM Argentina Muscular
Dystrophy LGMD Group
Funding research for
neuromuscular diseases
ADM.org.ar

Australia

Daniel Ferguson

LGMD2A Foundation
Funding research for LGMD R1/2A
and educating the patient
community
DFFoundation.com.au

France

"Gl LGMD"/LGMD Patient
Group of AFM-Telethon
Focusing on all subtypes of LGMD,
supporting research and educating
the patient community

LGMD.AFM-Telethon.fr

Italy

Conquistando Escalones
Association

Funding research for LGMD D2/1F
ConquistandoEscalones.org

"GFB ONLUS"/Family Group
of Beta-Sarcoglycanopathy
Representing the LGMD R5/2C
Gamma Sarcoglycan-related,
LGMD R3/2D Alpha Sarcoglycan-
related, LGMD R4/2E Béta-
Sarcoglycan-related, and

LGMD R6/2F Delta-Sarcoglycan-
related communities
LGMD2e.org

UILDM - Unione Italiana
Lotta alla Distrofia Muscolare
Focusing on all subtypes of LGMD,
raising awareness and providing
support for the entire Italian
community

UILDM.org

Italian Association Calpain 3
Funding research for the

LGMD R1/2A Calpain 3-related
community

AICA3.org

o

Japan

Patients’ Association

for Dysferlinopathy Japan
Representing the Japanese
and International LGMD R2/2B
Dysferlin-related and Miyoshi
Muscular Dystrophy 1 (MMD)
communities
PADJ.jp/index.html

Netherlands

Stichting Spierkracht
Raising awareness and
supporting the LGMD R3/2D
Alpha Sarcoglycan-related
community
StichtingSpierkracht.com

(C

Pakistan

Muscular Dystrophy Pakistan
Advancing care and awareness

for Muscular Dystrophy,

including LGMDs, in Pakistan
MuscularDystrophy
Pakistan.com.Free

e

South Korea

Korean Dysferlinopathy
Patients Association
Providing patients with
LGMD R2/2B information
and research updates
Cafe.Naver.com/
UniteDsyferlinopathy

&
Spain

Conquistando Escalones
Association

Funding research for LGMD D2/1F
ConquistandoEscalones.org

Proyecto Alpha

Funding research for LGMD R5/2C
Gamma Sarcoglycan-related,
LGMD R3/2D Alpha Sarcoglycan-
related, LGMD R4/2E Béta-
Sarcoglycan-related, and

LGMD R6/2F Delta-Sarcoglycan-
related communities
ProyectoAlpha.org

United Arab
Emirates

CureSCG

Dedicated to accelerating
research and treatment
for Sarcoglycanopathies
CureSCG.org

For additional information about the International Consortium of LGMD Organizations: ContactUs@TheSpeakFoundation.com

Vol. 6

Issue 4 - Fall 2026 | LGMD News




Qu eStiO n / Ask the Expert

Meet the Expert

Peter B. Kang, MD, FAAN,
FAAP, FCNS
is a pediatric neuromuscular
neurologist and physician-
scientist whose laboratory
studies the genetics and disease
mechanisms of muscular
dystrophy and DNA repair
disorders, with a particular
interest in LGMDs. He serves as
Medical Editor for The Speak
Foundation’s LGMD News
magazine and has published
extensively on muscular
dystrophy. He has also co-edited
a textbook of pediatric
electromyography and has
been awarded multiple grants
from the NIH and the Muscular
Dystrophy Association to
support his investigations.
With support from the CDC,
he led the successful initiation
of the first site in Florida for
the MD STARnet consortium on
muscular dystrophy and continues
to work on this project. His former
trainees hold faculty positions in
the United States, Canada, and
Japan. He is Director of the Greg
Marzolf Jr. Muscular Dystrophy
Center, Professor and Vice Chair
of Research in the Department
of Neurology, and a Scholar at
the Institute for Translational
Neuroscience at the University
of Minnesota. He is Editor
of Neurology® Genetics and
previously served as President
of the Child Neurology Society,
Secretary-Treasurer of the
Massachusetts Medical Society,
and Associate Editor of
Muscle & Nerve.

Some people with inherited muscle
diseases still don't receive clear
answers from standard genetic testing,
particularly when very large genes like
TTN are involved. Can you explain how
newer long-read sequencing may help
identify or clarify TTN variants that
older testing methods might miss?
Also, are there any early lessons

from your Minnesota Neurogenetics
Repository research that can help
families understand when long-read
sequencing might be beneficial—
especially for individuals with

LGMD R10/2J or other TTN-related
muscle diseases?

A

Nanopore sequencing is a powerful genetic
sequencing tool that enables us to read long
strands of DNA. The output from nanopore
sequencing is referred to as “long reads” that
can stretch for many thousands, sometimes
even millions, of base pairs at a time. Most
genetic sequencing techniques rely on short
reads consisting of several hundreds of base
pairs at a time. For both long read and short
read techniques, the stretches of DNA reads
overlap with each other and can be pieced to-
gether using computer software to determine

the overall sequence for the patient’s DNA.

n ‘ LGMD News | Fall 2026 - Vol. 6 / Issue 4

Peter B. Kang, MD, FAAN, FAAP, FCNS

Director, Greg Marzolf Jr. Muscular Dystrophy Center;
Professor and Vice Chair of Research in the Department
of Neurology, Scholar at the Institute for Translational
Neuroscience at the University of Minnesota

Short read sequencing has become highly
accurate in the detection of small variants
(mutations) that affect one or a few base pairs.
Advances in computer software have enabled
us to detect an increasing range of larger vari-
ants in short read sequence data, but detection
gaps remain for larger variants, especially in
stretches of DNA that are highly repetitive.
Nanopore long read sequencing by its nature
can more easily detect larger variants, in-
cluding those that are hiding in stretches of
highly repetitive DNA. Nanopore sequencing
has also become better at detecting smaller
variants and is now often on par with short
read sequencing in its ability to detect those
smaller variants.

TTN is an ideal gene to be examined using
nanopore sequencing. TTN is a very large
gene that has highly repetitive regions and nu-
merous exons (coding segments) that are ex-
pressed in different isoforms (combinations).
Our laboratory has analyzed DNA samples
from individuals enrolled in the Minnesota
Neurogenetics Repository and we have begun
to identify variants in TTN that were missed
on clinical genetic testing. We believe that
we have only scratched the surface of what
nanopore sequencing can do for diagnos-
ing TTN variants and would be interested
in expanding our analysis of TTN-related

muscle diseases.



Q

What role is artificial intelligence
(Al) currently playing in muscular
dystrophies such as LGMD —

for example in gene discovery,
variant interpretation, drug or
gene-therapy design, or predicting
disease progression and treatment
response?

A

Artificial intelligence (AI) is suddenly all
around us, stretching from ordinary online
search engines to patient care to research.
Patients and families are using online Al
tools to ask increasingly complex questions
and receive increasingly comprehensive an-
swers. The widespread adoption of electronic
medical records is making it feasible to mine
medical record systems to automate research
activities, increasingly using tools based on
large language models (LLMs), a form of AL
Our team examined the ability of LLMs to
extract key medical information relevant to
muscular dystrophy and found that, at pres-
ent, they could not detect all the key infor-
mation that a trained human can (Zhou et
al., 2025)% We expect that as LLMs become
more sophisticated, they will increasingly be
able to match human medical record abstrac-
tion capabilities. In muscular dystrophy genet-
ics, Al-based tools have been developed that
can mine DNA sequence data and generate
lists of candidate genetic variants based on
multiple criteria. These new tools promise to
discover and classify new genetic variants and
new diseases that were previously overlooked.
However, those Al-based tools often depend on
variant calls that have already been made (i.e.,
the DNA sequence changes are pre-selected by
another computer program) and human phe-

notype ontology (HPO) terms that are applied

inconsistently (i.e., the genes are assigned to
clinical disease categories but not always con-
sistently). Thus, there are vulnerabilities in
Al-based gene discovery and variant resolution
tools, because their conclusions may be based
on inaccurate information. We expect that
these limitations will also diminish in coming

years with rapid advances in AI technology.

Q

Gene therapy for Duchenne

muscular dystrophy (DMD) has
advanced significantly and is now
being used in some patients. Has that
progress helped inform or accelerate
the development of gene therapies

for LGMD R3/2D? If so, what advances
or evidence are most encouraging for
families affected by LGMD R3?

A

The knowledge we have gained from the com-
mercial use of gene therapy in DMD is benefi-
cial for the entire muscular dystrophy commu-
nity. We now have a much better idea of what
the side effect profile is like for patients with
muscular dystrophy who receive adeno-associ-
ated virus (AAV)-based gene therapy. Though
LGMD is different from DMD, there is enough
overlap that our experience with DMD will in-
form how we approach LGMD gene therapy.
The coding region of the SGCA (a-sarcoglycan)
gene that is associated with LGMD R3/2D fits
within an AAV vector. Such AAV-based gene
therapy has been tested in mouse models of
LGMD R3/2D for about two decades and, based
on this experience, human clinical trials of gene
therapy for LGMD R3/2D have been conduct-
ed. We will learn even more about the potential
for gene therapy in LGMD when more infor-

mation about the latest trials becomes available.

Question

L

The knowledge we
have gained from the
commercial use of gene
therapy in DMD is
beneficial for the entire
muscular dystrophy
community. We now
have a much better
idea of what the side
effect profile is like for
patients with muscular
dystrophy who receive
adeno-associated

virus (AAV)-based gene
therapy. Though LGMD
is different from DMD,
there is enough overlap
that our experience
with DMD will inform
how we approach

LGMD gene therapy.

L
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There will come a day
when the tables are
turned, with therapies
for LGMD leading the
way to the development
of new treatments for

other diseases.

LGMD News

Spinal muscular atrophy (SMA)
and Duchenne muscular dystrophy
(DMD) now have approved
disease-modifying therapies,
including SMN2 splicing modifiers
and agents like givinostat. To what
extent could similar approaches —
such as RNA-targeting drugs,
anti-inflammatory strategies, or
other small molecules —be applicable
to limb-girdle muscular dystrophy,
or are these mechanisms largely
disease-specific?

A

The approval of a new compound for mus-
cular dystrophy by the US FDA advances
the entire field of muscular dystrophy ther-
apeutics. The potential applicability of an
approved therapy for one type of muscular
dystrophy to another type hinges on the dis-
ease mechanisms being targeted. For exam-
ple, risdiplam specifically targets and alters
the splicing pattern of the SMN2 gene, mak-
ing it unlikely that this compound will benefit
patients with LGMD. But the lessons learned
from compounds such as risdiplam could in-
spire the development of related compounds
in other diseases where gene splicing changes
could have a therapeutic effect. In contrast,
givinostat is a histone deacetylase inhibitor,
with downstream beneficial effects in skel-
etal muscle that are not necessarily specific
to DMD. Thus, in theory, givinostat could be
used in LGMD, but human clinical trials will
be needed to determine whether givinostat
is safe and efficacious for various subtypes of
LGMD. There will come a day when the tables
are turned, with therapies for LGMD leading
the way to the development of new treatments

for other diseases.

Fall 2026 - Vol. 6 / Issue 4

Are gene therapies typically
personalized to individual patients,
or can a single therapy be used across
all patients within the same subtype,
such as LGMD R12/2L?

A

It is important for all of us to use terms con-
sistently with each other to avoid misunder-
standings. There is a general term “molecular
therapy” that is usually understood to include
a variety of categories including antisense
oligonucleotides, cell-based therapy, AAV-
based gene therapy, and gene editing. Each of
these types of molecular therapy is associat-
ed with varying degrees of generalizability.
Antisense oligonucleotides are short strands
of nucleotides that bind to a certain type of
RNA called pre-mRNA, often changing the
splicing pattern and thus influencing the
kinds of proteins that are generated by the
gene. Antisense oligonucleotides often target
specific types of variants in a gene, which may
apply to subsets of patients with a disease such
as DMD, or nearly all patients with another
disease such as SMA. Cell-based therapies are
often, though not always, derived from stem
cells. One of the oldest forms of cell therapy is
bone marrow transplantation, which is still in
widespread use today. More traditional forms
of cell therapy often apply to broad categories
of patients, with the exception of newer cell
therapies that are combined with another
technology such as gene editing that yield per-
sonalized treatments.AAV-based gene thera-
pies that deliver new copies of a gene to organs
that are deficient for that gene often apply to
any patient who has a deficiency in that gene,
with some exceptions. Gene editing encom-
passes approaches that fix the DNA sequence

so that a harmful sequence is replaced by the



healthy sequence. Gene editing traditionally
targets specific genetic variants, but gene
editing approaches can be rapidly adapted to

different variants depending on the situation.

Q

In preclinical research, is it necessary
to develop separate animal models
for each muscular dystrophy subtype
or can models be shared across
related diseases?

A

Traditionally, it would be expected that we
would need to generate an animal model for
each genetic subtype of muscular dystrophy
for which a therapy is to be applied. The main
exception is that when a drug is already ap-

proved for one type of muscular dystrophy,

"tomorrows

Looking for an
LGMD clinical trial?

rt finding clinica

Help understanding eligibil

it may sometimes be possible to start a clin-
ical trial for a related disease without gen-
erating as much preclinical data as before.
Given the large number of genetic subtypes of
LGMD, the task of developing gene-specific
animal models for all of them is a daunting
prospect. Recently, the FDA began an ini-
tiative to promote the use of new approach
methodologies (NAMs) in preclinical drug
testing, including AI models and human
organoids. It is not clear yet what situations
NAMs can be applied to, but we anticipate
that there will be increasing flexibility over
time with a goal of expediting drug discovery

and development. =

Reference

1. Zhou, H., Rajamani, G., Huang, J., et al. (2025). Accelerating medical record
data abstraction and analysis in muscular dystrophy: Large language models
and International Classification of Diseases codes. Neurology: Clinical Practice,
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Above: Dr. Peter B. Kang (Left)
and his team investigate both
genetic dilemmas and therapeutic
strategies for LGMD.

L

As we enrolled more
individuals with LGMD
who had unsolved and

ambiguous genetic
diagnoses, we came to
appreciate the scope

of the problem.

L

Solving Genetic Dilemmas in LGMD
and Seeking New Therapies

Twenty years ago, I published my first
articles on LGMD while training in my men-
tor’s laboratory at Boston Children’s Hospital.
From those experiences, I learned that many
patients with LGMD had trouble securing
definitive genetic diagnoses. Several years later,
as I started my own laboratory and sought
a focus for my research, the topic of genetic
dilemmas in LGMD caught my attention. A
National Institutes of Health (NIH) grant
fortuitously provided the support needed to
launch this effort.

As we enrolled more individuals with LGMD
who had unsolved and ambiguous genetic
diagnoses, we came to appreciate the scope
of the problem. These patients faced a knowl-
edge gap that limited genetic counseling and
prognostic information, and also was a barrier
to participation in natural history studies and
clinical trials. Our work gained further mo-
mentum when we joined the GRASP-LGMD
Consortium in 2019 and later moved to the

University of Minnesota in 2021. If anything,

n ‘ LGMD News | Fall 2026 - Vol. 6 / Issue 4

these challenges are likely to be magnified once
new therapies for LGMDs receive approval,
since patients with unclear genetic diagnoses
may be unable to access those treatments.
Today, our laboratory investigates both ge-
netic dilemmas and therapeutic strategies for
LGMDs. We currently focus on the following

laboratory projects:

© Genomic Studies of Undiagnosed
Individuals with LGMD.

As we solve more cases of undiagnosed
LGMD, the patients who remain
undiagnosed often have genetic variants
(mutations) that are increasingly difficult
to find. For the past several years, we
have been using nanopore long-read
sequencing, an advanced DNA
sequencing technology, to identify

the missing genetic variants. Sometimes
we find that those genetic variants are
large changes in the DNA sequence,
which hide in regions of DNA that

were thought to be less important,

and sometimes we find unusual
combinations of variants.



© Modeling and Therapeutic
Development for LGMD R19/2T.

Research Network (MD STARnet). We are

also working on a newly funded grant from

Progress

In partnership with the Cure LGMD2T

the Muscular Dystrophy Association (MDA)
Foundation, our laboratory has

) focused on expanding the use of various clin-
embarked on a new project to develop

human cellular models of LGMD R19/2T
with known genetic variants in the
GMPPB gene. We will culture cells that
have been genetically modified to
replicate patient variants, convert them

ical outcome assessments (COAs) in prepara-
tion for future clinical trials in LGMDs. We
are proud to be designated a Speak Founda-
tion Center of Excellence (CoE) for LGMD.

Patients and families interested in learn-

N

Connect with Us

o

Clinical Research Studies:
MDCenter@umn.edu

into muscle, and characterize the effect

of those mutations. These cells will be ing more about our research activities are
an excellent platform for testing all welcome to contact us. For clinical research

types oftherapeutic candidates. studies, please email mdcenter@umn.edu. For
On the clinical research side, the Greg  laboratory research studies, including proj-
ects focused on LGMD genetics and LGMD

R19/2T, email neurogenetics@umn.edu. =

Laboratory Research Studies:

Marzolf Jr. Muscular Dystrophy Center in

Neurogenetics@umn.edu

Minnesota continues to participate in the
GRASP-LGMD Consortium and the Mus-

cular Dystrophy Surveillance, Tracking, and

Written by Peter B. Kang, MD, FAAN, FAAP, FCNS
University of Minnesota
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Spotlight: Dr. Peter B. Kang | University of Minnesota

Dr. Peter B. Kang is a pediatric neuromuscular neurologist and physician-scientist whose laboratory studies the genetics and
disease mechanisms of muscular dystrophy and DNA repair disorders, with a particular interest in LGMDs. He serves as Medical Editor
for The Speak Foundation’s LGMD News magazine and has published extensively on muscular dystrophy. He has also co-edited
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{ a textbook of pediatric electromyography and has been awarded multiple grants from the NIH and the Muscular Dystrophy
Association to support his investigations. With support from the CDC, he led the successful initiation of the first site in Florida for the MD STARnet
consortium on muscular dystrophy and continues to work on this project. His former trainees hold faculty positions in the United States, Canada, and
Japan. He is Director of the Greg Marzolf Jr. Muscular Dystrophy Center, Professor and Vice Chair of Research in the Department of Neurology, and
a Scholar at the Institute for Translational Neuroscience at the University of Minnesota. He is Editor of Neurology® Genetics and previously served
as President of the Child Neurology Society, Secretary-Treasurer of the Massachusetts Medical Society, and Associate Editor of Muscle & Nerve.
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Confirm.

Code.
Connect.

Three practical ways
to stay informed
and connected

Living with LGMD2I/R9 often
means navigating a healthcare
system that wasn’t designed with
rare diseases in mind. Along the
way, there are decisions about
diagnosis, care, support, and
research—often with information
that continues to evolve.

While no single step removes
that complexity, there are
practical actions that may

help ensure your diagnosis is
accurately documented, connect
you with available resources, and
keep you informed as care and
research continue to advance.

Confirm

A confirmed diagnosis of LGMD2I/R2 requires genetic
testing—a simple blood or saliva test that identifies changes
in the FKRP gene.

Genetic confirmation can make a practical difference. It can
support access o specialized care, research opportunities,
and community resources. It may also be required for
participation in future clinical studies or access to approved
treatments, should they become available.

Several programs currently offer genetic testing at low- or no-
cost. The LGMD Awareness Foundation maintains an up-to-
date list of United States and internaticnal testing resources at:

Igmd-info.org/knowledge-base/list-of-international-
Ilgmd-genetic-testing-resources

Some current low- or no-cost options for people in the United
States include:

* The Lantern Project (Sanofi/Revvity) — A sponsored
LGMD gene panel covering all LGMD subtypes. Testing is
ordered through your healthcare pravider.

* Detect Muscular Dystrophy (Invitae) — A sponsored
neuromuscular panel of approximately 120 genes, with
genetic counseling included, available in the United States
and Canada. Testing may be ordered by you or your
healthcare provider,

Your neurclogist or genetic counselor can help you determine
which testing option is most appropriate for your situation.

Code

LGMD2I/R9 now has its own ICD-10 diagnosis code:

G71.036 — Limb-girdle muscular dystrophy
due to fukutin-related protein (FKRP) dysfunction

If you haven't already done so, consider asking your healthcare
teamn to confirm that this code is accurately reflected in your
medical record.

Accurate coding is more than an administrative detail. It helps
ensure your diagnosis is clearly documented and communicated
across your healthcare team, and it may influence insurance and
reimburserment processes. As new treatment oplions emerge,
accurate medical records may also help heatthcare providers identify
people who could be eligible for appropriate therapies or programs.

Many people in the LGMD2I/RS community have found that
updating medical records takes persistence. Ensuring your
diagnosis is documented accurately can be an important part
of receiving coordinated care.
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“As a pharmacist and healthcare provider, the ICD-10 code is
invaluable for both diagnosis and treatment. It helps identify
disease state, guides medical decision-making, and alerts
healthcare professionals to important considerations, such
as anesthesia precautions or respiratory support needs. It
also affects billing and reimbursement. The more accurately
our healthcare teams understand our condition, the better
equipped they are to provide appropriate care.”

Lisa K. Vayda, RPh, MS, MA - Lisa is a pharmacist and heafth
economist living with LGMD2I/R9 and an advocate within the
community, including work with the CurelLGMD2i Foundation.

Connect

Connection can take many forms—community, your healthcare
team, and joining a registry among them.

Community. The Speak Foundation, CureLGMD2i
Foundation, and LGMD Awareness Foundation connect
people living with FKRP-related LGMD2I/R9 to others with
firsthand experience, along with resources and updates as
new information becomes available. The Speak Foundation
publishes this magazine to share practical information
developed with and for the LGMD2I/R9 community.

Your healthcare team. Staying connected with your
neurglogist or care team can also be valuable. Letting

them know you're interested in treatment developments or
clinical research can help guide future conversations as new
information becomes available.

The Global FKRP Registry. The Global FKRP Registry

is an international registry for people living with FKRP

gene mutations, including LGMD2I/R9. People choose to
participate for many reasons: registry data help researchers
better understand how FKRP-related disease changes

over time and support the development of future therapies.
Participation may alsoc help you stay informed about
research studies or clinical opportunities for which you
could be eligible.

Participation is voluntary, and your information is kept
confidential and password protected.

To register, you'll need your confirmed genetic diagnosis,
including the specific variants identified in both copies of your
FKRP gene. Your healthcare provider can also contribute
detailed medical information to your registry record.

Registration is available at fkrp-registry.org.

Confirming your diagnosis, ensuring your medical records are
accurate, and staying connected to trusted resources may
make it easier to access care, understand new developments,
and make informed decisions as opportunities arise.

At a Glance

Confirm — Explore low- or no-cost genetic testing options at
lgmd-info.org/knowledge-base/list-of-international-
lgmd-genetic-testing-resources

Code — Ask your healthcare team to confirm that
ICD-10 code G71.036 is accurately docurnentad in
your medical record.

Connect — Reach out to community organizations like the
Speak Foundation, CureLGMDZ2i Foundation, and LGMD
Awareness Foundation, stay in touch with your healthcare team,
and register with the Global FKRP Registry at fkrp-registry.org.

Resources

Community Organizations

The Speak Foundation:
TheSpeakFoundation.com

CureLGMD2i Foundation:
CureLGMD2i.org

LGMD Awareness Foundation:
Igmd-info.org

Genetic Testing and Registry

Low- or no-cost genetic testing options:
Igmd-info.org/knowledge-base/list-of-
international-lgmd-genetic-testing-resources

Global FKRP Registry:
fkrp-registry.org

/
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written By Carol Abraham

Founder and President, LGMD Awareness Foundation, Inc.

Finding Purpose:

My Journey with LGMD R1/2A

have lived with LGMD R1/2A for

over 60 years, but the diagnosis isn't

my identity. Instead, it has shaped my
purpose and inspired a mission that
has connected me with hundreds of
individuals, families, and caregivers

around the world.

Before I became involved in LGMD advocacy, I worked
as a registered occupational therapist (OTR). Helping
people regain independence and adapt to life’s challenges
was more than a career; it was a calling. Occupational
therapy taught me to focus on abilities rather than limita-
tions and to recognize that quality of life is often found
in the small victories that allow us to continue doing what
matters most.

Growing up, I didn’t know anyone else living with
LGMD, and I had no friends or family who could truly
relate to the daily challenges I faced. As my muscle weak-
ness progressed, continuing to perform everyday tasks
required creativity, adaptation, and perseverance. Prob-
lem-solving quickly became second nature. I experienced
moments of uncertainty and frustration, yet I also dis-

covered I possessed a lot of inner strength.

Over time, I realized that awareness of LGMD was far
too limited. Many people, including healthcare profes-
sionals, had never heard of these diseases. It was also
obvious that patients and families often felt isolated, just
as I did growing up. I wanted to change that.

In 2014, I began LGMD Awareness Day, which is ob-
served each year on September 30. What began as a sim-
ple effort to raise awareness of a rare disease has grown
into an international movement. Today, patients, families,
caregivers, clinicians, researchers, organizations, and in-
dustry partners around the world unite each September
to increase understanding of LGMDs and to bring a sense

of community to those affected.

Over time, | realized that awareness

of LGMD was far too limited. Many people,

including healthcare professionals, had

never heard of these diseases. It was also

obvious that patients and families often
felt isolated, just as | did growing up.

| wanted to change that.

Opposite: Carol and Tim Abraham
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As these awareness efforts expanded, I saw the need
for an organization dedicated to education, advocacy,
and support. That vision led me to found the 501(c)(3)
non-profit LGMD Awareness Foundation in 2020, where
I currently serve as President. The Foundation works to
empower patients, provide curated educational resources,
connect families, support research initiatives, and advo-
cate on behalf of the global LGMD community. Through
these efforts, we strive to ensure that individuals affected
by these progressive, debilitating diseases have improved
access to diagnosis, care, and treatment.

One of the greatest gifts this journey has given me has
been the opportunity to meet extraordinary people living
with LGMDs. Their resilience, courage, and determina-
tion continue to inspire me every day. While none of us
would have chosen this diagnosis, together we have built

a community filled with hope, friendship, and purpose.

My Top 5 Tips
for Living with LGMD

@ Protect your energy. Think of your energy as a
precious resource. Prioritize what matters most to
you and don’t hesitate to delegate or ask for help.
Conserving energy today may help you do more

tomorrow.

@ Embrace adaptive equipment. As an occupation-
al therapist, I have learned that assistive devices are
tools of independence, not signs of defeat. The right
equipment can help you continue participating in
activities you love while maintaining your mobility,

safety, and independence.

@ Stay connected. Living with a rare disease can feel
lonely, but you are not alone. Connecting with others
who understand your journey can provide encour-

agement, practical advice, and lifelong friendships.

We Want To Hear From Youl! () Focus on what you can do. LGMD may change

Your TOP TIPS will contribute to a book and an online resource
of TOP TIPS for LGMD, which will be available internationally in
English without cost and available for translation.

Contribute to a TOP TIPS Resource
for people living with Limb Girdle
Muscular Dvstrophy

https://forms.cloud.microsoft/efZvesybgABK

A collaborative project of
) 2= Newcastle pe
&\ LGMB % University E POD NMD
For more information or questions, contact

Anna Mayhew, Anna.mayhew@ncl.ac.uk (POD NMD) or
Carol Abraham, Carol@LGMD-Info.org (LGMD Awareness Foundation)
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how we do things, but it doesn’t change who we are.
Celebrate accomplishments, adapt when necessary,
and continue pursuing what brings you joy and

purpose.

(5) Become your own advocate. Learn about your
subtype, ask questions, and partner with your health-
care team. Your voice matters, and informed patients

help shape the future of care and research.

Looking Forward with Hope
Although living with LGMD presents many daily chal-
lenges, I remain hopeful. Scientific advances are acceler-
ating, awareness continues to grow, and our community
has never been stronger. I believe the best days are ahead.
My journey with LGMD has taught me that strength
is not measured by muscle, but by resilience, faith, deter-
mination, and the willingness to lift others along the way.

Together, we are stronger!



Our Family,

Our Story

Growing Up with a Parent

who has Dysferlinopathy

\/\/hen my family thinks of our mother, we do not think of limb-girdle muscular

dystrophy. Instead, we think of her love, the delicious carrot cake she bakes, the

blankets and dish towels she knits, and a family home with laughter and the rhythms of

everyday life. Although dysferlinopathy, a form of LGMD, is part of her life and, in turn,

part of our family’s life, that was never what defined her. She is simply our mom.

This is a story about family, about figuring things out
together, and about how life can be beautiful even when
it does not look like everyone else’s. Every parent faces
challenges. For our mom, one of them was LGMD,
but it did not stop her from being exactly the parent
we needed. A disability does not make you less of a
good parent.

Growing up with our mom’s condition shaped our

lives. It made us curious about the science behind what

we were watching, and it led one of us to a career focused
on finding a cure. The rest of us work in jobs built around
helping people: one in a city parks and recreation depart-
ment, making sure every detail of a couple’s wedding day
is cared for; another at a police station, listening to people
on their worst days and finding them the help they need.
We are people who genuinely love to help others, a value
our mother taught us, the same mother who still teaches

us great lessons every day.
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A Diagnosis that Arrived Quietly,

then Revealed Itself

The first clues appeared during one of our mother’s preg-
nancies. A doctor noticed that she was having difficulty
walking and that her gait had changed, but no one knew
what it meant at the time. Since she was carrying a boy,
doctors checked her for Duchenne or Becker muscular
dystrophy, both of which are X-linked disorders that pri-
marily affect males, although females can also be affected
as manifesting carriers. Testing ruled out both diagnoses.
Beyond that, they had no answers for what was causing
the changes in her movement, and for years the uncer-
tainty lingered.

Eventually, our mother received a diagnosis of Miyoshi
myopathy. Around the same time, her sister received
a diagnosis of LGMD R2/2B. Today, we know these are
different presentations of the same underlying condition:
dysferlinopathy. For the first time, there was an expla-
nation for what she had been experiencing. But for us,
growing up, the diagnosis itself was never what mattered
most. Our mom used a cane, and that was simply

part of everyday life.

Above, Left: My mother just learned she
had a muscular dystrophy yet, no clear diagnosis.

Above, Right: Us last Christmas celebrating

love with our family.
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Growing up with LGMD:

Just How We Lived

It was never strange to us that our mom needed a cane.
It was normal to us, as familiar as the kitchen table, just
another part of our home. As children, we knew to play
different games with her than with our dad, who could
run fast. We raced to open doors for her at stores and
restaurants, and for anyone else, too, because we thought
it was fun. It was never about making her feel different.
It was just what we did.

LGMD made us think more carefully about things.
We learned to adjust our games so everyone could join in.
We did not need to talk about it. We simply knew where
mom would sit, how to adapt an activity so she could take
part, and which games worked for all of us. It was never
a sacrifice. It was simply how our family did things.

Atschool events, it felt completely normal to make sure
she had a good place to sit. Our teachers understood and
found creative ways to include her in everything, without
treating her as fragile or separate. Looking back, growing
up with a mom who has LGMD made our childhood
different from those of many others, but in ways we
now value and appreciate. It taught us empathy, adapt-
ability, and the importance of making sure everyone

feels included.



What LGMD Taught Us
about Parenting and Family
As young adults, we are still a close family.
We love going home whenever we can to
help with whatever our parents need. It is
nota burden. It is simply natural because we
love our family. We did not just share a house. We shared
responsibilities, hopes, and the sense that our family’s
future belonged to all of us. We learned to come home not
only to recharge but to contribute: helping with chores,
rallying around a parent who loves to cook, and making
sure the home remains a place that everyone can move
through with ease and dignity.

LGMD did not derail our dreams. It gave them texture.
It turned us into adults who notice when others need
help and make sure their needs are met. The lessons from
our mother’s strength travel with us into every decision
we make. They shape how we plan, how we imagine our
future, and how we respond when life asks for a little

extra thought or energy.

From Watching to Understanding:

How Our Mom’s Condition Shaped

One of Our Paths

Growing up knowing that our mother’s muscles worked
differently made us curious to understand why, down to
the cellular level, and whether there was a way to fix it.
That curiosity grew from watching our mom navigate the
world with her cane, seeing her strength despite the lim-
itations, and from us wanting to do something about it.

For my part, I turned that curiosity into a career. I
now work as a researcher, trying to find a treatment for
dysferlinopathy, while also seeking to better understand
LGMDs and improve their diagnosis. It is the most
meaningful work I can imagine. 'm not just studying
any disease; 'm studying my mom’s disease.

Every breakthrough, every new discovery, and every
improved diagnostic tool feels personal because it could
directly change the lives of our mom and all the other
people living with these conditions. I don’t believe a treat-
ment is good enough for anyone if it is not safe enough

to give to my own mother.

we take care of one another,
and sometimes that can be

a beautiful thing.

A Message to those Considering Parenthood
with LGMD

Parenting is hard for everyone, but it can be hard in
different ways. LGMD adds extra considerations, but it
can also bring real strengths: resilience, empathy, team-
work, and a perspective on life that can make a family
closer and more thoughtful.

Our mom’s advice to anyone living with LGMD who
wants to become a parent is simple: find a way to make
it work for you. It is not about pretending limits do not
exist. It is about knowing that limits are often where
creativity and courage are born. You are not alone in
this. You deserve to have the family you want with honest
support about what care looks like and access to a com-
munity that understands.

We are proud of our mom for living life on her own
terms, doing the things she loves in the ways that work for
her. There is no single right way to parent with LGMD.
For everyone, there is a way to parent that honors both
your own well-being and your relationship with your
child, all while being grounded in love.

For readers who do not have LGMD: disability is not
the whole story of someone’s life. It is one part of it, mixed
in with humor, planning, patience, and the simple fact
that we love the people we love. Disability does not define
us. It influences how we live and how we take care of one

another, and sometimes that can be a beautiful thing.

Looking Forward

If you are reading this while considering whether to have
children as someone who lives with LGMD, my siblings
and I hope you see a path forward. You deserve to build
a family in the way that works for you, with the same

love, care, and joy that any other family has. =
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Disability does not define us.

It influences how we live and how
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Cardiac Involvement
in LGMD

LGMD News: Which LGMD subtypes show

the highest risk of cardiac involvement, and how
does this differ mechanistically (e.g., sarcolemmal
instability vs. fibrosis pathways)?

Dr. Wahbi: Cardiac involvement (cardiomyopathy) in
LGMDs is highly heterogeneous (meaning it varies greatly
among different types of LGMD). Among the forms associ-
ated with the highest cardiac risk are dystroglycanopathies
such as LGMD R9/2I and sarcoglycanopathies (LGMD
R3-R6/2C-2F), with cardiac phenotypes similar to those
observed in Duchenne and Becker muscular dystrophies.
Cardiac involvement can also occur in LGMD R10/2],
depending on the location of the mutation within the TTN
gene. Dominant forms of MD historically categorized as
LGMDIB (Lamin A/C) and LGMDIE (Desmin), also have
cardiac involvement, although the current classification
does not include them among LGMDs.

All these diseases share the potential to progress, at
some point, towards myocardial fibrosis, which is one
of the determinants of heart failure. However, the exact
mechanism differs according to the mutated gene. In
FKRP-related dystroglycanopathies, deficient glycosyla-
tion of alpha-dystroglycan weakens the anchorage of the
muscle fiber to the extracellular matrix, causing cellular
injury. In sarcoglycanopathies, disruption of the sarco-

glycan complex contributes to sarcolemmal instability.

LGMD News: At what stage of disease does one
typically see cardiac changes?

Dr. Wahbi: Often, significant cardiac involvement can
be present before symptoms are noticeable to the patient.
This may include reduced contractile function, mean-
ing the ability of the heart muscle to contract and pump
blood effectively, as assessed either by ejection fraction or
more sensitive parameters such as left ventricular strain.
It may also include myocardial fibrosis (scarring of the

heart muscle), detectable by cardiac MRI.

Symptoms of heart failure, such as breathlessness or
edema (fluid retention and swelling), generally appear at
a stage when myocardial contractile function is signifi-
cantly reduced or when the burden of myocardial fibrosis
is relatively substantial. Patients with severe symptoms
requiring hospitalization usually have advanced myo-
cardial involvement. Some non-ambulatory patients may
remain asymptomatic due to a lack of physical activity,
despite severe cardiac involvement. Cardiomyopathy may
progress silently, only being discovered after a serious
acute complication.

A different aspect of cardiac involvement involves elec-
trical abnormalities, including conduction disease and
atrial or ventricular arrhythmias. These are very promi-
nent in laminopathies (formerly LGMD1B) and desmin-
opathies (formerly LGMDIE). In most LGMDs, electrical
complications occur at advanced stages of cardiomyopa-
thy, causing symptoms such as palpitations, presyncope
(near-fainting), or syncope (fainting). These symptoms
are often preceded by abnormalities detectable on electro-
cardiography (ECG) or Holter monitoring.

Potentially treatable cardiac abnormalities may indeed
be present before the onset of symptoms, highlighting
the importance of cardiological follow-up from the time

of diagnosis.

LGMD News: How do you distinguish between
primary cardiomyopathy versus secondary
effects from skeletal muscle disease?

Dr. Wahbi: Overall, cardiac involvement should not
be considered a consequence of skeletal muscle disease.
Rather, heart and skeletal muscle involvement are man-
ifestations of the same genetic condition in different
tissues. Many genes involved in LGMD affect proteins
important in both skeletal and cardiac muscle, meaning
both tissues can be affected by their mutations.

While respiratory and cardiac involvement may influ-
ence one another, heart involvement in LGMDs is primar-
ily related to the effects of the genetic mutation on cardiac

muscle itself.
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Cardiac
Biomarkers

LGMD News: What biomarkers on blood tests
are informative about cardiac health, and how
should they be interpreted by clinicians?

Dr. Wahbi: BNP or NT-proBNP and troponin are
commonly used as indicators of heart damage in the
general population. Creatine kinase (CK) is also elevated
with heart damage but is generally used to assess skeletal
muscle. Some of these biomarkers require care in inter-

pretation in patients with LGMDs, which we’ll discuss in

more detail.

LGMD News: In LGMD patients, how should
clinicians interpret elevated CK levels in relation
to cardiac risk versus skeletal muscle breakdown?

Dr. Wahbi: CK is an enzyme found in muscle, and
serum levels of CK can be elevated when muscle is dam-
aged. Different versions of CK are present in skeletal
muscle and cardiac muscle. However, standard lab tests
often don’t distinguish between the two (referred to as a
“total CK” test). An increase in total CK can, in theory,
be related to skeletal muscle or cardiac muscle injury.
However, in muscular dystrophies, chronic elevation
of total CK is almost always related to skeletal muscle
involvement, partly because the body contains a much
larger amount of skeletal muscle than cardiac muscle.
In LGMD, elevated CK should primarily be considered
a marker of skeletal muscle involvement. By itself, it does

not indicate cardiac involvement.
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LGMD News: How often do you see troponin
elevations in LGMD patients without clear
evidence of acute cardiac injury?

Dr. Wahbi: As with CK, there are different types of
troponin. Troponin I is specific to cardiac muscle, so
elevated Troponin I generally reflects injury to the heart.
By contrast, troponin T is also influenced by skeletal
muscle involvement in some neuromuscular diseases.
Therefore, elevated troponin T does not necessarily mean
that there is a cardiac abnormality.

It is also important to consider how troponin levels
change over time. Many questions remain unanswered
regarding how these variations should be interpreted and
what they mean in terms of cardiac disease progression.
Most of the available data on troponin I come from DMD,
although some LGMDs (FKRP-related dystroglycanopa-
thies and sarcoglycanopathies) share similarities regard-
ing fragility of the dystrophin-glycoprotein complex and

of the sarcolemma.

LGMD News: Are there specific patterns of
troponin levels (persistent vs. transient elevation)
that are informative about cardiac involvement?

Dr. Wahbi: Different patterns of troponin elevation
have been reported in patients. Some have normal tropo-
nin levels, while others may have temporary elevations
that later return to normal. Finally, some patients have
persistent, usually moderate, elevations of troponin I,
sometimes with additional temporary increases. These
patterns may reflect differences in how and when myo-
cardial injury occurs, including periods of increased
cardiac stress or injury (“flares”), but the underlying
mechanisms are not fully understood.

Beyond the diagnostic step, which involves understand-
ing what is happening in the myocardium at a given time,
there is also a prognostic step. This aims to assess the sig-
nificance of these troponin elevations in terms of the risk of
progression of cardiac involvement subsequent to cardiac
complications over time. This topic has received study in

DMD, but it isn’t yet known how it applies in LGMDs.



LGMD News: How do you clinically interpret mobility may affect BNP or NT-proBNP levels, poten-
BNP or NT-proBNP levels in LGMD patients, tially resulting in values lower than expected. This could
especially in those with reduced mobility? make these tests less informative in some situations,

. but we don’t yet know how thi lies to LGMDs.
Dr. Wahbi: BNP and NT-proBNP are the best biological W we contyet know flow Hils appries to ®

markers for diagnosing heart failure in the general popu-

LGMD News: Do you recommend usin
lation. They may also be helpful in LGMD, although their 4 g

high-sensitivity troponin assays, or can the
utility is less established in this setting. g ytrop Y y

create more ambiguity in neuromuscular
Two situations should probably be distinguished. The gurty

first is the use of NT-proBNP for the early diagnosis of populations?
myocardial involvement. Some data suggest that BNP  Dr. Wahbi: High-sensitivity troponin assays are newer
or NT-proBNP levels may remain normal even when  blood tests that measure the same marker as conventional
changes in the heart are detectable by cardiac MRIor  troponin tests, but can detect much smaller amounts,
heart ultrasound (echocardiography). allowing identification of subtle changes that might
In more advanced stages of cardiac involvement,  not be detected by a standard test. However, we do not
particularly when left ventricular ejection fractionis  yet know precisely what high-sensitivity troponin adds
reduced, these markers may perform more similarlyto ~ compared with conventional troponin, for predicting the
how they work in patients without muscle disease. progression of cardiac disease. Thus, it is unclear whether
However, there is an important caveat for non-ambu-  high-sensitivity troponin testing provides real added

latory patients. Data from DMD suggests that reduced  value in patients with LGMDs. =

We Offer

Accepting Applications
Beginning September 14,2026

Are you an individual living with limb-girdle
muscular dystrophy who needs assistance covering the
costs of mobility and durable medical equipment (DME)?
The SPEAK Foundation is here to help.

Through The HOPE Project, we are able to award

a one-time stipend of up to $350 to qualified applicants
living in the United States who have a diagnosis of
limb-girdle muscular dystrophy and need assistance

affording mobility-related DME expenses.

For additional information or to submit an application,
please visit TheSpeakFoundation.com/grant-programs.

The HOPE Project

A Program of The SPEAK Foundation @

TheSpeakFoundation.com/grant-programs

Our HOPE Grant cycle will reopen from September 14 - October 12,2026
to accept additional eligible recipients. The application can be accessed
starting September 14. Available to US residents only.
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I ns p ire / Working with LGMD Series: Part 2

/Written By Jonathan Price

Creative Director, Jonathan Price Design, LLC

Living...Working
with Muscular Dystrophy

One Passion, Two Careers

I loved everything about firefighting.
The comradery, the excitement, the adrenaline
rush whenever we responded to calls. Most
of all I loved the satisfaction of helping folks
in the community. But over time, I began
noticing subtle physical issues that were dif-
ficult to explain. My family noticed the same
issues as well. Eventually, my cousin, who
happens to be a nurse, encouraged me to see
a doctor.

Over the next two years, under the care of
three different neurologists, I had an MRI, a
CAT scan, an EMG (electromyography), and
a stress test. It wasn’t until I had a blood draw
that I discovered my CK levels were extreme-
ly elevated. My doctors originally thought I
might have polymyositis or Pompe disease.
However, after a muscle biopsy, it was deter-
mined that I had LGMD R12/2L.

To be honest, the diagnosis came as a relief.

I had an “a-ha” moment where I could look

back at embarrassing physical failures —

Above: Jonathan Price founded his design studio on the passion moments when I'd thought’ Oh man, I really
for consistently offering clients award-winning creative solutions,
combined with a personal touch and attention to detail that only
a hands-on, principal-driven studio can provide. because everything now made sense. I need-

need to work out harder — and feel relieved

ed to know what I was dealing with before I

could roll up my sleeves and take action.
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Once I realized my firefighting career was
no longer a realistic long-term option, I turned
my attention to my other childhood passion:
graphic design. I grew up doing everything
from hand-illustrating my school reports to
drawing team logos to catalog my collection
of baseball cards. Now it was time to see if I
could turn that love into a career.

I went back to school and studied Art His-
tory at Biola University. I loved my classes and
thought things were going great, until I took
an elective illustration class and failed misera-
bly (those life-figure renderings I painted still
make me laugh to this day). But realizing I
was no Rembrandt led me to the university’s
Graphic Design program, where the right
doors finally started to open.

Launching my career more than 30 years
ago, I was blessed to have had the opportunity
to work as a freelance designer for numerous
marketing communication firms and adver-
tising agencies throughout Southern Califor-
nia. I gained valuable experience working on
high profile projects for clients such as AAA,
Anaheim Ducks, City of Anaheim, Coldwell
Banker, Disney, Fatburger, Hunt-Wesson,
Los Angeles Angels, Rubys, Taco Bell, and
Yamaha, just to name a few. Not long after

that experience, I officially launched my own

Left: Jonathan participating in
a training exercise while on duty
at Columbia College Fire Department.

Inspire

U U | needed to know what | was dealing with

before | could roll up my sleeves and take action. U U

home-based boutique design studio, Jonathan
Price Design. Today, my clients come from a
wide range of backgrounds, including start-
ups, non-profits, municipalities, schools,
churches, authors, entertainers, and business-
es of all shapes and sizes across the country.
I'm especially proud of my collaboration over
the years with Kathryn Bryant Knudson
and the rest of the Speak Foundation team.
I consider LGMD News magazine one of my

favorite and most meaningful projects.

Jonathan Price Design | Portfolio Snapshot
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Above: Before being diagnosed
with LGMD R12/2L, Jonathan
(Back Row, Second from Left)
served the community of
Columbia, CA as a full-time
firefighter EMT, engineer,

and, ultimately, crew leader
with the Columbia College Fire
Department. On his off-days,
Jonathan also served the
community of Arnold, CA as

a full-time volunteer firefighter
with the Ebbetts Pass Fire
Department, specializing

in low-angle rope rescue.
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Inspire

v

Although I'm no longer
able to help people
physically, I'm trying to
use my eye for design
to help raise awareness
on behalf of those

living with LGMDs.

v

N

Connect with
Jonathan Price Design

e

Info@JonathanPriceDesign.com

JonathanPriceDesign.com

Facebook.com/
JonathanPriceDesign

Allin all, I consider myself blessed to live
with LGMD R12/2L. Why? Because having
this specific adult-onset muscle disease
allowed me the chance to have a pretty nor-
mal, energetic, and active childhood. I had
the opportunity to really discover the things
in life that I'm passionate about — including
fulfilling my initial childhood dream of
being a firefighter — without the confines of
the many symptoms we typically encounter
later in the progression of the disease. But
more than that, it’s given me a chance to share
my story and hopefully be an inspiration to
others. Although I’'m no longer able to help
people physically, ’'m trying to use my eye for
design to help raise awareness on behalf of
those living with LGMDs.

Today, I approach each day choosing to
be positive, optimistic, and focused entirely
on what I can do rather than what I can’t. My
faith in Christ has given me the strength to
carry on, especially on the days when 'm
feeling especially fatigued.

I’'m also fortunate to have a great support
system I know I can count on. I can rely on my
amazing wife, Amanda, to help me out each
day with the seemingly endless daily tasks, in-
cluding helping me get ready in the mornings,

cooking meals, assisting me getting in and

out of vehicles safely and always looking out
for my well-being. I also have a caring family
who have installed wheelchair ramps and
have made their homes wheelchair accessible
so I can visit safely and comfortably. For all
of this, I am truly grateful.

When people ask me how long I intend to
work, I tell them, “As long as I can continue
to push myself creatively, have eyes that can
see the screen, and a hand that can still move
a mouse... I'm still in business!”

For my friends in the LGMD community,
I’d like to share that there is in fact a place for
you. Find your calling — the work, hobbies,
and/or causes you love and are passionate
about. Then put yourself out there. Figure out
a way to move forward and make things hap-
pen. Focus on the positive, not the negative.
Push yourself and build up an accountability
support group around you. It’s also important
to give yourself permission once in a while to
have an off day. We all need time to recharge.
After all, LGMD is what it is. But always keep
sight of your purpose, and watch those doors

start to open! =

Jonathan started his graphic design studio in 1996.
He designs the LGMD News magazine, which has
received a Gold Davey Award and a Communicator
Award of Distinction for design.

But he said to me,”My grace is sufficient for you, for my power is made

(45

perfect in weakness! Therefore | will boast all the more gladly about my
weaknesses, so that Christ’s power may rest on me. -2 Corinthians 12:9
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Announcing: The 2027 International LGMD Conference is returning to Orlando, Florida

SAVE THE DATE!

July = 23
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REGISTRATION OPENS: SEPTEMBER 18,2026

2027 INTERNATIONAL LIMB'GIRDLE
MUSCULAR'DYSTROPHY CONFERENCE

JULY 23-25,2027 « HYATT REGENCY ORLANDO
9801 INTERNATIONAL DRIVE » ORLANDO, FL 32819

Presented By

www.InternationalLGMDConference.com

The 2027 International LGMD Conference is a program of the Speak Foundation.



