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Corona Virus and You

(A Pulmonary Doctor’s Perspective)

Every fall and winter we are assaulted by 200 respiratory viruses of which a handful
are coronaviruses not including the one in question today.  About 50 % of
Americans get an influenza shot every year against the deadliest virus, influenza A
and B.   COVID 19, the coronavirus of current concern, and Influenza A and B can
cause symptoms from the common cold to lethal pneumonia in all subgroups of
people.  Populations at risk are well known and should include those with muscular
dystrophy who may have limited breathing muscle reserve. A mild disease not
lethal to most could have mortal consequences in this population.  Simple
noninvasive breathing devices called BIPAP could be enough to serve  as a bridge to
health in hospital settings.  BIPAP machines as well as conventional ventilators are
likely to be in ample supply.

Aside from hygiene, isolation and personal protective equipment (see CDC
guidelines), medications for treatment are still under investigation as of this writing.
The news is very dramatic and fluid but stick with trusted sources of information
such as the CDC.

Many companies are working on a vaccine which will be important for this fall if
available by then.  Luckily the COVID 19 is not prone to antigenic shift which means
it does not put on a new disguise to avoid the vaccine induced immunity.
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Progress on our international registry for autosomal
dominant muscular dystrophies

We have made significant strides in our registry; now over 50 members around
the world, from Russia to Australia and all points in between

There is a pressing need to organize the relatively few autosomal dominant
muscular dystrophies since their genetic therapies will be similar.

LGMD-1D and ALL AUTOSOMAL DOMINANT MUSCULAR
DYSTROPHIES REGISTRY: REGISTRATION FORM
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http://lgmd1d.org/lgmdwp/index.php/lgmd1-and-autosomal-dominant-muscular-dystrophy-international-registry/
http://lgmd1d.org/lgmdwp/index.php/lgmd1-and-autosomal-dominant-muscular-dystrophy-international-registry/


A Review of Gene Therapy
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LGMD1D Sponsored Blog:

All Things Muscular Dystrophy

Please visit and contribute if so inclined.  We collect articles from lifestyle to research
and post to inform our community.  We have included a form for those who have an
autosomal dominant muscular dystrophy who would like to register with our
international registry (LGMD1 or other).
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http://lgmd1d.org/lgmdwp/


MDA and Invitae free genetic testing for MD!

Please follow the link to the Invitae guidelines and order panels.  If your family has a
specific gene to be tested then select that one gene and include that in your
application (see page 10).  If you don’t have a specific gene but looking for a
diagnosis then a whole comprehensive panel may be for you.  Please call Invitae at
800-436-3037 to discuss the proper test before you start an application.  I will help
your application on page 10.

Please follow this link
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https://www.invitae.com/en/detect-muscular-dystrophy/?utm_term=https%3a%2f%2fwww.invitae.com%2fen%2fdetect-muscular-dystrophy%2f&utm_campaign=MDA+partnership+announcement&utm_content=email&utm_source=MC&utm_medium=email&subid=0032J00003V9KCmQAN


MDA and Invitae free genetic testing for MD!

As a California licensed physician and an ordering physician with an account at
Invitae, I have ordered a variety of genetic tests for individuals seeking genetic
screening or confirmation.  Although not a trained geneticist I have a functional
knowledge of what genetic tests need to be done in the realm of muscular dystrophy.
Genetic test ordering by paper or online can be unfamiliar and a tedious
undertaking to most primary care providers and general neurologists.

DISCLAIMER: As a result I would be willing to act as an ordering physician
facilitator for individuals needing and qualifying for free testing at Invitae.  I would
not be entering into a physician patient relationship with you but mainly a test
ordering  conduit.  Discussing test results and verifying test results would be done
with your primary care provider, primary neurologist, or calling Invitae genetic
counselling and quality control staff at 800-436-3037.

If you consent to this process you would follow the link below which asks for
important data for the Invitae ordering form without which I could not submit for
your testing kit.  Your data is protected by Google Suite and I follow HIPAA
guidelines for personal medical data.  Once the order is submitted and approved
then a sputum kit with instructions is mailed to you. You will submit your specimen
and the results may take 2-4 weeks to reach you.

Please let relatives and offspring who are interested know that this is available and a
rare opportunity.

GENETIC TEST APPLICATION FOR INVITAE

Giving Tuesday Success!
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http://lgmd1d.org/lgmdwp/index.php/free-genetic-testing-form/


Thanks to your generosity on Giving Tuesday in December, and matching funds from
FaceBook, we received over 4,000 dollars.  We have raised 50,000 dollars since
inception in January, 2018.  The next Giving Tuesday will be 12/1/20 so please mark
your calendar.  Due to the COVID 19 restriction on travel our natural history study
is moving slowly but we stand ready to assist in offsetting travel expenses as per our
mission statement.

Ways to Give All Year!

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

2. AMAZON SMILE (list the LGMD-1D DNAJB6 Foundation for
donation with each purchase at no cost to you.)

3. PAYPAL (Our foundation secure site)
4. CREDIT CARD (GuideStar charity secure portal)
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http://www.lgmd1d.org
http://smile.amazon.com
https://www.paypal.com/fundraiser/charity/3398802
https://www.guidestar.org/profile/82-4380557

