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https://lgmd1d.org/
https://lgmd1d.org/lgmdwp/


3rd International LGMD Conference

Happy Thanksgiving to all of our members and especially for your
enduring support through 2023. We look forward to 2024 and the
expansive progress that will continue in the diagnosis and therapy for
LGMD.

The 3rd International LGMD Conference in Washington , DC, October
27-29 offered in person and virtual attendance. It was a success by any
measure and the video highlights can be found at the organizer’s website,
The Speak Foundation HERE. The Foundation also provides selective
videos HERE. The highlights include genetic diagnostics for variants of
unknown significance and steps for diagnosing LGMD. On the therapeutic
front, Duchenes and autosomal recessive LGMD disorders received the
most attention, however, progress for autosomal dominant LGMD is
catching up and equally viable. Finally, gene editing, cell therapy, blocking
RNAs and their respective vectors are all in the final stages for clinical
utility. In summary, the event was a culmination of industry support and
academic excellence with more hope to follow. Again, Happy
Thanksgiving!!
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https://www.youtube.com/watch?v=LQeokR8a1y4
https://lgmd1d.org/lgmdwp/category/lgmd1d-youtube-archive/


The MDA Conference

The next MDA conference is March 3-6, 2024 in Orlando, Florida with
virtual attendance available. I will be attending virtually and list specific
highlights and videos. Please see the registration link HERE.

This conference incorporates more neuromuscular conditions than
LGMD, such as ALS, SMA, Charcot Marie Tooth disorder, mitochondrial
disorders to name a few. There tends to be therapeutic reports including
autosomal dominant conditions of all disorders noted above. Finally
posters and abstracts are presented in person and virtually which finds a
wider audience. Please see some videos from prior years HERE.
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https://web.cvent.com/event/b2f644ac-80e5-49f4-b483-547e58f4d480/regProcessStep1?RefId=2024%20Attendee%20Registration%20Email&referrer=2024%20MDA%20Conference-Nov%20Newsletter%2011.21.23%20sfmc&sfmc_id=282908581&utm_id=757125&rp=f03bc276-d5f4-46f1-8ef4-4df6d54aa56a
https://lgmd1d.org/lgmdwp/category/lgmd1d-youtube-archive/


AI, Chat GPT, LGMD and You!

You cannot escape the hype but this is actually a thing. Although
I am a physician, I have been programming computers off and on since
age 15. Now, a company named Open AI developed a Large Language
Model (LLM) called Chat GPT 3.0, 3.5 and 4.0 which provides a way to
write instructions to Chat GPT without knowing any computer
programming language. This automates and organizes just about any
life chore. Imagine writing simple instructions to a search process that
returns an organized list of tomato salads from around the world.

I have written several GPT apps including “LGMD Assistant 3.0” that
shares genetic analysis, lists MDA and university neuromuscular clinics
in your state and free genetic testing sites in one response. Also “Access
Ally” which reports accessible wheelchair venues, disability equipment
rentals and transportation needs for all wheel chair travel plans in one
response for any city in the world. The bad news is that I cannot share
the direct app link for you to access without an account. I can share the
output by an email link.

Chat GPT 4.0 which is 20 dollars a month, allows me to write and link
my programs to anyone with the same account. Alternatively, there is a
website called YouAI which is free to develop and share these apps on a
limited basis. I am happy to pursue any of these options with those who
are interested.

See LGMD Assistant 3.0 HERE and HERE, Access Ally HERE and
HERE.
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https://openai.com/chatgpt
https://youai.ai/
https://chat.openai.com/g/g-Wk306oiN4-lgmd-assistant-3-0
https://youai.ai/ais/dc20fc1c-4687-421d-864f-1e910f40c112
https://chat.openai.com/g/g-O6644vJFa-access-ally
https://youai.ai/ais/3a53b39e-1241-41dd-84d9-c14671be9982


Important Links

Since our inception in 2018 we have collected links to help everyone’s
journey. Due to the onboarding of new members and new links I am
adding this as an evergreen list to our newsletter.

MDA Connect: https://www.mda.org/care/connect

MDA Connect: Helps find a neuromuscular doctor near you!

LGMD1D DNAJB6 Foundation

LGMD1D Foundation YouTube Archive

LGMD1D Foundation assisted sponsored genetic testing

LGMD1D Foundation Autosomal Dominant Registry

LGMD1D Foundation: Solving Your Variant of Uncertain Significance
(VUS)
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https://www.mda.org/care/connect
https://lgmd1d.org/index.html
https://lgmd1d.org/lgmdwp/category/lgmd1d-youtube-archive/
https://lgmd1d.org/lgmdwp/no-cost-genetic-testing/
https://lgmd1d.org/lgmdwp/lgmd1-and-autosomal-dominant-muscular-dystrophy-international-registry/
https://lgmd1d.org/lgmdwp/category/vus-resolution/
https://lgmd1d.org/lgmdwp/category/vus-resolution/


Sponsored Whole Genome Sequencing: (next step for VUS resolution)

NIH

Harvard

Stanford Center for Undiagnosed Diseases

Do I really have a genetic muscle disorder? See HERE

Do I have a mitochondrial muscle condition? Video1, Video2

United Mitochondrial Disease Foundation (UMDF) Genetic Testing For
Suspected Mitochondrial Disease Program HERE . Sponsored testing
that clinicians can order if a mitochondrial disease is strongly suspected.

Are You Having a Muscle Biopsy?

Tissue referral to University of Iowa

University of Iowa Muscle Biopsy Requisition

Gene matching sites, you must register all your VUS variants to connect
with others to help establish a genetic diagnosis: MyGene2,
GenomeConnect, Rare-X

Sponsored flights for rare conditions HERE and HERE.

Joe’s House (discount lodging for patients with cancer and rare
conditions)
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https://raregenomes.org/limb-girdle-muscular-dystrophy
https://pgp.med.harvard.edu/participate
https://undiagnosed.stanford.edu/
https://lgmd1d.org/lgmdwp/wp-content/uploads/2021/04/LGMD1D.Foundation.Newsletter.Vol1_.Issue_.7.pdf
https://www.youtube.com/watch?v=0Ip3hu70HK4
https://youtu.be/64u1qmn1If8
https://www.umdf.org/genetic-testing-clinicians/
https://medicine.uiowa.edu/uidl/faculty-services/muscular-dystrophymuscle-biopsy/muscle-biopsy-general-evaluation
https://www.healthcare.uiowa.edu/path_handbook/requisitions/md_biopsy_req.pdf?_ga=2.60899308.1739814006.1626292283-653316405.1602590480
https://mygene2.org/MyGene2/
https://www.genomeconnect.org/
https://rare-x.org/
https://www.angelflight.com/
https://palservices.org/
https://www.joeshouse.org/


Ways to Donate

1. OURWEBSITE (a secure site with all the listings below)

2. PAYPAL (Our foundation’s secure site)
3. CREDIT CARD (Network For Good credit card portal)
4. VENMO (@lgmd1d) Foundation Account
5. EVERY.ORG (ALL CRYPTO CURRENCIES)
6. SQUARE
7. If you are over 72 consider a Qualified Charitable

Distribution (QCD) from a traditional IRA and lower that
dreadful RMD and avoid that higher tax bracket. Also
available to Roth IRA participants.

RMD calculator HERE, medicare income bracket HERE.
tax bracket for SS HERE.

Thank you for your support and all the best from us!

William Lowery MD
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http://www.lgmd1d.org
https://www.paypal.com/fundraiser/charity/3398802
https://www.networkforgood.org/donation/ExpressDonation.aspx?ORGID2=82-4380557
https://venmo.com/
https://www.every.org/lgmd-1d-dnajb6-foundation/donate/crypto?utm_campaign=donate-button&utm_source=lgmd-1d-dnajb6-foundation&utm_medium=donate-button-0.3&no_exit=1
https://checkout.square.site/merchant/RBEJ4KB9TBYHT/checkout/VTMOARKMJMI2Y7JADBLKGVXO
https://www.investopedia.com/articles/financial-advisors/032116/how-use-qcd-rule-reduce-your-taxes.asp
https://www.schwab.com/ira/understand-iras/ira-calculators/rmd
https://www.medicare.gov/Pubs/pdf/11579-Medicare-Costs.pdf
https://www.investopedia.com/ask/answers/112415/do-tax-brackets-include-social-security.asp

