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Shared Shortcuts:

All of us shared our MG shortcuts.  MG Shortcuts are time and energy savers.  MG’ers must use these to conserve their energy so that they can do the things that they need or want to accomplish.  Every step that an MG’er takes is one less step that they might be able to take to do something fun.  SAVE YOUR ENERGY
SHOPPING:

Instacart - Official Site  www.instacart.com    Instacart delivers groceries from local stores in two hours. ... Schedule the delivery Get your groceries in as little as an hour, or when you want them. 
Wal-Mart - How it works      Order online Shop anytime, anywhere. Choose a convenient pickup time and location.    We’ll do the shopping.  Experts pick the freshest items or your money back. We’ll even load your car in minutes.  Pickup is FREE.    No service fees or markups. Get the same Every Day Low Prices found in stores.

Sam’s Club – Club Pickup is a free service for Sam's Club members that lets a member order items online and pick them up at a local Sam's Club.
Bottom of Form

HEB to Go – Austin  Lakeline H-E-B plus! 14028 North US 183   78717   512-249-9012 Curbside hrs: 7:30a to 9p
Thrive Market -   Thrive Market is a membership community that uses the power of direct buying to deliver the world’s best healthy food and natural products to our members at wholesale prices, and to sponsor free memberships for low-income American families.
Amazon – Amazon.com: Grocery & Gourmet Food
Jet - Official Site    jet.com    Jet is a shopping site dedicated to saving you more money. Everyday low prices are just the start — our prices drop even lower as you shop. 
TRANSPORTATION:
Capital Metro - Austin Public Transit    www.capmetro.org/ridersguide.aspx    Riding Capital Metro is easy. Find out what you need to know here. Take a look at the tabs to the left, or click on the links below, to get more specific information. 
Austin RideShare Options and Promo Codes - Ride Share ...   fasten-austin.com   Ride Share is back in Austin Texas - Free $5 first ride credit with Promo Code UV3266 with Fasten. 
INFORMATION:

Facebook   -   MG   Many groups are on Facebook to help you.  Great resource.  
Family Doctors:

Several of our members are looking for a family doctor.  Our shared doctor’s information: 
Dr. Michael Bogdanovich  -  500 W Whitestone Blvd   Ste 100    Cedar Park, TX 78613    512- 250-3900 
Dr. Robert Groves   -  Capital Medical Clinic  1301 W. 38th Austin TX  78705    512-454-5171

Dr. Jeffrey K. Hubert   -    Scott & White   5702 East Central Texas Expressway   Killeen, TX 76543    254-680-7300
Dr. Humberto Maldonado   – Capital Medical Clinic   1301 W 38th St   Austin, TX 78705     512-454-5171    
Dr. Robert Ondash   -   St. David’s   2101 Lakeway Blvd Ste 230Lakeway, TX 78734   512-654-3000

Dr. John Queng , -   Austin Regional Clinic  6835 Austin Center Blvd, Austin, TX · 78705     512- 346-6611

Dr. Phu T Vo   -    822 Fairfiield Dr. #100   Ausitn TX  78758  512-837-5911
Dr. Kimberly Warfield   –   Dominion Family Healthcare  11673 Jollyville Rd   #205  Austin TX  78759  512-834-9999

RESEARCH UPDATE:
Rituximab. Anecdotally we know that many MG patients who have refractory MG (that is, their disease does not respond to first line treatments) have seen a turnaround in their illness after using the drug rituximab. 

A Phase II study (meaning it is being tested with a greater number of test subjects) is being led by Richard Nowak at Yale University. The study is examining how well MG patients tolerate the medication and how their disease is affected by it. 

An equally important question is how long-lasting rituximab treatment might be. The November issue of JAMA Neurology reported on a study in which researchers examined cases at one clinic location for 16 patients with refractory (AChR antibody positive) MG. They were treated with rituximab and their illness improved to the point of achieving remission or minimal symptoms. Nine of the patients had a relapse within 36 months, and seven remained "relapse free" within an average of 47 months after treatment. The study concludes rituximab apprears to be an effective option in patients with this type of refractory MG.  JAMA Neurol. Published online November 21, 2016. doi:10.1001/jamaneurol.2016.4190
Soliris. In early January, Alexion Pharmaceuticals submitted marketing applications to both the US and European regulatory agencies to produce Soliris® (eculizumab). Soliris® is a targeted therapy for patients with refractory generalized myasthenia gravis (gMG) who are anti-acetylcholine receptor (AChR) antibody-positive.   
Info provided by Conquer Myasthenia Gravis   275 N. York St., Ste. 401, Elmhurst IL 60126
Alexion Seeks Approval of Soliris as a Treatment for MG

Amy Madsen January 9, 2017 Alexion Pharmaceuticals announced today that it has submitted a marketing application to the U.S. Food and Drug Administration (FDA) for the investigational drug eculizumab (brand name Soliris) to treat people with refractory generalized myasthenia gravis (MG).

Soliris is a terminal complement inhibitor. A part of the immune system, the complement system helps antibodies clear damaged cells and potentially toxic microbes that could cause infections. In MG, antibodies whose job it is to target these toxic pathogens, instead inappropriately recruit the complement system and target the space across which nerve fibers transmit signals to muscle fibers, called the neuromuscular junction (NMJ). Soliris is thought to work in MG by inhibiting the complement pathway to prevent destruction of the neuromuscular junction.

Alexion also has submitted a marketing application to the European Medicines Agency (EMA) to gain approval for the drug in Europe. The drug is not currently approved in any country for the treatment of refractory MG, but it is approved in the United States, European Union, Japan and other countries for the treatment of other conditions.

If approved, Soliris could address a significant unmet need for patients with refractory generalized MG who have largely exhausted conventional therapy.

Refractory Generalized MG affects small segment of MG patients
Refractory generalized MG occurs in a subset of MG patients. It causes muscle weakness in the head, neck, trunk, limb and respiratory muscles and does not respond to treatments that are typically helpful in other patients.

Profound weakness throughout the body often is accompanied by slurred speech, impaired swallowing and choking, double vision, upper and lower extremity weakness, disabling fatigue, shortness of breath due to respiratory muscle weakness, and episodes of respiratory failure. Patients with refractory generalized MG frequently require hospitalization, often involving intensive care unit stays.

REGAIN clinical trial showed mixed results
Both the U.S. and E.U. marketing applications are supported by comprehensive data from the phase 3 REGAIN study, which tested Soliris in patients with refractory generalized MG.

Results from this study, reported in June 2015, showed that the drug did not have a statistically significant effect on the primary endpoint — the Myasthenia Gravis – Activities of Daily Living profile (MG-ADL), a patient-reported index of daily living assessment.

However, although the primary endpoint was missed, clinically meaningful improvements in several secondary measures were observed in patients treated with Soliris compared with those who received a placebo, including an improvement in the Quantitative Myasthenia Gravis (QMG) score, a physician-administered test that assesses MG severity.

Although MDA was not involved in the development and testing of Soliris, it has invested in previous research investigating complement inhibition as a therapeutic strategy for MG.
2017 National Conference
The 2017 National Conference will be held in New Orleans, LA from March 26 - 28. 
Registration is now open: The registration cost of $225 
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.  

Michael Wood, Facilitators Started January 2014   michaelmgsuphouston@gmail.com 

North Texas MG Support meets in Dallas.   

Karon & Jerry Faught, Facilitator   jerryfaught@yahoo.com  Every 2nd Sat. – Facilitator: Robert Harvey 

Southeast Texas MG Support (also servicing Southwest Louisiana)   2nd Thurs in Beaumont at the 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 

February 8, 2017  
Speaker Al Colburn  Respiratory Specialist

March 8, 2017 
Round Robin and talking about the MGFA National Conventional in New Orleans
March 26 – 28    
National Conference will be held in New Orleans LA
April 12, 2017 
Dr. Adam Horvit    Neurologist   MG Specialist 









