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Members share their stories:

A new member, Ron Estes talk to the group about his recent adventure in the steps to being diagnosed.  The whole procedure only took only months; from him feeling bad, finding a doctor and getting Mestinon.  Although, the tests have not been received, all are leaning towards MG.

Ron is very fortunate because his son is a Physician’s Assistant.  Ron started having symptoms; double vision, weak muscles, running out of energy and just not feeling normal, especially in the afternoon.  Ron’s son noticed the symptoms and told his dad he needed to see a neurologist because he thought it was MG.  Sometimes we need to be reminded what steps new people have to go through to get an MG diagnoses. 
Some of us take much longer to be diagnosed than Ron.  MG is difficult to diagnosed.  

One of our long time members, Jackie, talked about her MG travels.  She was very sick and in the hospital several times with life threatening MG side effects.  She and Danny shared their feelings about the last several years: from not knowing if Jackie was going to get better to total remission.
Jackie had a Transsternal Thymectomy (removal of the Thymus).  The doctor made an incision down the chest and removed her Thymus.  She was prescribed Imuran and Prednisone.  After several years of these medications, she is totally off everything.  Jackie and Danny have been spreading the word “Remission is possible.”


Jonathan has MG.  He has a great support system.  His whole family is care givers.  Jonathan’s son, Jonathan James has offered his assistance to anyone that needs to talk about care giving for an MG’er.  He has handicaps of his own, but still is very involved.
He is a young man working on his Master’s and very knowledge.  Jonathan James wants you to contact him if you need help understanding.  Please contact me and I’ll get your address to him. Thank you Little Jonathan 

One of Central Texas MG”ers, Keelie Brydson was previewed in Neurology Now.  I have included the article.  Her grandparents contacted several years, ago when she was first diagnosed.  She is in college and has MG under control.  Good job, lady.
MGFA WALK    Sunday,   November 19, 20176   East Metro Park Manor Texas

Central Texas is our group.  ​Want to JOIN    https://goo.gl/uaMBzv
Eighth Annual Myasthenia Gravis  Patient Education Conference

Saturday, Oct. 28, 2017 | 8 a.m.- Noon    Houston Methodist Research Institute

Registration fee $15. Includles syllabus, breakfast, boxed lunch and patient symposium. Pay by check or cash at the door. To RSVP or for more information, call 713.441.3057 or email LFLayJr@houstonmethodist.org

 

Other Support Groups in Texas 
 ------   LET’S GO TEXAS!!!!!!!!!!!!!      

Central Texas MG Support Group meets in Austin every second Wed. at the Spicewood Springs Library

Linda Ann & Larry Joslin, Facilitators  Started in February 2007   www.mg-centraltexas.org
Alamo MG Support Group meets in San Antonio.  Elroy and Gail Tschirhart, Facilitators Started in February 2007   www.mgsouthtexas.org
Houston MG Support meets in Houston every second Saturday.  Meena Outlaw, Facilitators Started January 2014  meenamghouston@gmail.com 
North Texas MG Support meets in Dallas.   Karon & Jerry Faught, Facilitator   jerryfaught@yahoo.com  Every 2nd Sat 
Southeast Texas MG Support (also servicing Southwest Louisiana)   2nd Thurs in Beaumont - Howell’s Furniture Community Rm   Tracey Young, Facilitator   Started November 2016  traceyismgstrong@yahoo.com 

South Coast Texas MG Support    Corpus Christi    Robert Harvey   Planning

Deep South Texas MG Support   Harlingen    Karen Mau   Planning

LET’S GO TEXAS!!!!!!!!!!!!!      
Linda Ann Joslin,    Facilitator, MG Support Central Texas     www.mg-centraltexas.org
MEETINGS 

September 13 – Food and Exercise
October 11 – Dr. Hussein – Neurologists – MG Specialist

October 28 – MG Conference in Houston 

November 8 – 

November 19 – Central Texas MG Walk – East Metro Park Manor Texas

December 13 -  

Managing Myasthenia Gravis: This once grim disease is now fully treatable—and patients may even experience a complete resolution of some, if not all, symptoms.

Howard, Beth    Neurology Now: August/September 2017 - Volume 13 - Issue 4 - p 32–35
At first, doctors chalked up Keelie Brydson's drooping eyelid to lazy eye and outfitted her with a patch. It didn't help. The diagnosis also didn't explain the other symptoms that began to crop up around the time she started high school in her hometown of Pflugerville, TX. Her muscles got weak easily and her reactions slowed. “I was a volleyball player,” she says, “but the ball would come to me before I could move.”

Then age 14, Brydson experienced a lot of teasing from her classmates as she and her parents scuttled from doctor to doctor seeking help for her mysterious symptoms. Eventually, she received a diagnosis: myasthenia gravis.

FEAR OF THE FUTURE

An autoimmune neurologic disease that affects the body's voluntary muscles, myasthenia gravis can cause symptoms like Brydson's—drooping eyelids, weakness in the limbs, and chronic muscle fatigue. Blurred or double vision, slurred speech, trouble swallowing and chewing, and difficulty breathing are also common, according to the Myasthenia Gravis Foundation of America (http://myasthenia.org).

The degree of muscle weakness can vary greatly between individuals. In some people, it is limited to the eye muscles, a condition called ocular myasthenia; in others, muscle weakness is generalized and can be severe, affecting the muscles that control breathing. Muscle weakness tends to increase with activity and improve with rest, says Ted M. Burns, MD, professor of neurology at the University of Virginia School of Medicine in Charlottesville.

Brydson was devastated. “I'd never heard of myasthenia gravis,” she says. “If you Google it, scary things pop up. Some doctors said it can affect lung function and you stop breathing. I was terrified.”

Fortunately, Brydson, now 19, learned that while the condition is not curable, it is treatable, and most patients have a normal life expectancy. “There's plenty of reason for optimism,” says Dr. Burns. Seventy-five years ago, two-thirds of patients diagnosed with myasthenia gravis died because no treatments existed, says Dr. Burns. “Now we have close to a dozen options. Some patients have proven difficult to treat, but our approach is that the disease is treatable. We would like to get everyone into remission without symptoms, or as near as possible.”

NERVE-SIGNAL MALFUNCTION
Myasthenia gravis is caused by a defect in the transmission of nerve impulses to muscles, explains Dr. Burns. Normally, nerve impulses travel down the nerves to the neuromuscular junction, where nerve signals meet muscle fibers. The nerve endings release a substance called acetylcholine, which travels to the muscle fiber, attaching to receptor sites. When enough acetylcholine binds to the receptors, they are activated and generate a muscle contraction.

In people with myasthenia gravis, antibodies produced by the immune system block or destroy the acetylcholine receptor sites, says Dr. Burns. The number of sites can be reduced by as much as 80 percent. Why some people are affected by myasthenia gravis and others aren't isn't fully understood.

THYMUS TROUBLE

The thymus gland, which is involved in the development of the immune system, is thought to play a role in the production of the antibodies that block acetylcholine receptors. Some patients with myasthenia gravis have an enlarged thymus or, less often, a tumor, called a thymoma, says Dr. Burns.

The disorder can affect people at any age, but it is more common in women under age 40 and men over age 60, according to the Myasthenia Gravis Foundation of America. There are approximately 36,000 to 60,000 cases in the United States, but because the condition is likely under diagnosed, the prevalence may be higher.

DIAGNOSTIC TESTS

Diagnosis can be challenging because muscle weakness can be a sign of many other diseases. Brydson remembers that her workup took the better part of a day. “It was the longest office visit I ever had,” she says.

Doctors may start with a blood test, since 80 to 90 percent of people with myasthenia gravis test positive for the acetylcholine receptor antibody (AChR). The remaining patients may test positive for other antibodies such as muscle-specific receptor tyrosine kinase (MuSK), low-density lipoprotein receptor-related protein (LRP4), and agrin (AGRN), which are related to the development and maintenance of the neuromuscular junction, says David P. Richman, MD, professor of neurology at the University of California, Davis. Currently, laboratory tests exist for MuSK and Lrp4, which helps doctors, identify the culprit in more patients.
Central Texas MG Support    www.mg-centraltexas.org  Member Information
Help us make a data-base of recommended professionals that have helped you through your MG journey.
Send to MG  PO Box 170974  Austin TX  78717-0974
We are looking to build a data-base of recommended medical professionals for current and future members with MG.  Also, we are looking to see if we can connect members with similar MG symptoms and treatments that may assist each other with pointers.  Your information will remain confidential.  We’ll ask before we share.

NAME:

E-MAIL ADDRESS:

DATE OF MG DIAGNOSIS:

MG SYMPTOMS:

MG TREATMENT:

NEUROLOGIST NAME & LOCATION:

PRIMARY CARE PHYSICIAN NAME & LOCATION:

OTHER MEDICAL PROFESSIONALS THAT YOU WOULD RECOMMEND
(I.e. Ophthalmologist, PT, Women’s Health, Dentists, Infusion Company, etc.)

RECOMMENDED SPEAKERS/TOPICS:
QUESTIONS OR COMMENTS:
