
Myasthenia Gravis Support Group of Central Texas    
September 11, 2019 
Linda Ann Joslin   Facilitator Lee Higgins    MGFA Rep  Susan Larkin   Treasurer       Rachel Stewart   MGFA Rep 
   
Disclaimer: The following MG Support, Central Texas notes are to provide the reader with general information to be used solely for 
educational purposes. As such, it does not address individual patient needs, and should not be used as a basis for decision making 
concerning diagnosis, care, or treatment of any condition. Instead, such decisions should be based upon the advice of a physician or 
health care professional that is directly familiar with the patient. Each member has different ideas, opinions and manners in which they 
deal with MG.  This group was established to help people with Myasthenia Gravis.   

 
Members in Attendance: 
Linda Ann Joslin Larry Joslin David Renfro Rachel Higgins Don Jones   Dan Bealko Marcy Baird    
Barbara Nichols Don Nichols Candy Panto Corrie Kopp Melinda Grima Brooke Gause Dr. Steven Lovitt  
Sandra Johnston David DeStephen  Tina DeStephen  Jackie McSpadden Danny McSpadden  

 

Our 2019 Schedule:  Spicewood Springs Library Branch    8637 Spicewood Springs Rd.     78759 

Wednesday  October 9, 2019 at 7:00 pm to 8:00 
Thursday November 14, 2019 at 7:00 pm to 8:00 
Thursday December 12, 2019 at 7:00 pm to 8:00 
 

With sad news, Alton Benner, one of our long time members, passed on September 6, 2019.  He died from heart 

issues after a battle with heart problems, Myasthenia Gravis and cancer.  We will truly miss him.  Please, keep 

his family in your prayers and thoughts.  

 

On Sunday, 09-08-19 I received an email from his wife, Nancy: 

Hi to all of you.   I just wanted to let you know that Alton died peacefully Friday night, Sept. 6th, at 

home.   There will be a visitation today at Harrell Funeral Home, 4435 Frontier Trail, Austin, from 2 until 5 

p.m. this afternoon.   A graveside service will be held Monday, 10 a.m. at Onion Creek Memorial Park, in 

Manchaca.  He is with the Lord Jesus, healed, happy and waiting for the rest of us.   Blessed be the name of 

the Lord our God.    Nancy Benner 
 
 

Our meeting was really informative.   

 

Dr. Steven Lovitt from Houston Medical Center and Brooke Gause from Alexion were our Speakers.   

The Topic:  The newly FDA approved drug for MG, Soliris.  

Soliris is the first treatment to be approved to treat adults with anti-AChR+ gMG in more than 60 years  

Soliris works to help manage anti-acetylcholine receptor positive generalized Myasthenia Gravis (anti-AChR+ gMG) by 

focusing on an underlying cause of the disease.   

Assess your gMG symptoms before and during treatment    TALK TO YOUR DR 

A Myasthenia Gravis Activities of Daily Living (MG-ADL) assessment is something you may already be doing with your 

doctor. MG-ADL is a tool that allows you to measure the impact of your gMG symptoms on your daily activities. Print out the 

assessment and bring it to your next appointment to complete with your doctor. 

MG-ADL = Myasthenia Gravis Activities of Daily Living 

The aim is to examine the performance of the Myasthenia Gravis-specific Activities of Daily Living scale (MG-ADL)  

 
See email attachment:  Assessment Tool Booklet 

 

 

 

 

https://solirisgmg.com/Content/solirisgmg_com/assets/pdf/MG_ADL_Assessment.pdf#page=1
https://solirisgmg.com/Content/solirisgmg_com/assets/pdf/MG_ADL_Assessment.pdf#page=1


ABOUT GENERALIZED MG 

Myasthenia gravis (MG) is a debilitating, chronic and progressive autoimmune neuromuscular disease that can occur at any age but 

most commonly begins for women before the age of 40 and men after the age of 60.  It typically begins with weakness in the muscles 

that control the movements of the eyes and eyelids, and often progresses to the more severe and generalized form, known as gMG, 

with weakness of the head, neck, trunk, limb and respiratory muscles. 

Patients with gMG can suffer from slurred speech; choking; impaired swallowing; double or blurred vision; disabling fatigue; 

immobility requiring assistance; shortness of breath; and episodes of respiratory failure. Complications, exacerbations and myasthenic 

crises can require hospital and intensive care unit admissions with prolonged stays and can be life-threatening.  While most gMG 

symptoms can be managed with existing MG therapies, 10-15% of patients fail to respond adequately to or cannot tolerate multiple 

therapies for MG and continue to suffer profound muscle weakness and severe disease symptoms that limit function. 

In patients with anti-acetycholine receptor (AchR) antibody-positive MG, the body’s own immune system turns on itself to produce 

antibodies against AchR, a receptor that plays an important role in the communication between nerves and muscles.  The binding of 

these antibodies to AchR activates the complement cascade, another part of the immune system, which leads to localized destruction 

of the neuromuscular junction. 

TREATING PATIENTS WHO HAVE GENERALIZED MG WITH SOLIRIS®  

Soliris®  is the first and only complement inhibitor approved for the treatment of adult patients with gMG who are anti-AchR 

antibody-positive. The safety and efficacy of Soliris®  for the treatment of gMG were established in a 26-week Phase 3, randomized, 

double-blind, placebo-controlled, multicenter clinical study (REGAIN, ECU-MG-301, N=125). 

The primary efficacy endpoint was a comparison of the change from baseline between Soliris® and placebo in MG-Activities of Daily 

Living (MG-ADL) total score at week 26. See detailed results of the REGAIN Study and Interim Analysis from Phase 3 Open-Label 

Extension Study. 

The most frequently reported adverse reaction in the gMG placebo-controlled trial (≥10%) is: musculoskeletal pain. 

IMPORTANT SAFETY INFORMATION 

What is the most important information I should know about SOLIRIS? 

SOLIRIS is a medicine that affects your immune system. SOLIRIS can lower the ability of your immune system to fight 

infections. 

• SOLIRIS increases your chance of getting serious and life-threatening meningococcal infections. Meningococcal 

infections may quickly become life-threatening and cause death if not recognized and treated early.  

1. You must receive meningococcal vaccines at least 2 weeks before your first dose of SOLIRIS if you have not already had 

this vaccine.  

2. If your doctor decided that urgent treatment with SOLIRIS is needed, you should receive meningococcal vaccination as soon 

as possible.  

3. If you have not been vaccinated and SOLIRIS therapy must be initiated immediately, you should also receive 2 weeks of 

antibiotics with your vaccinations.  

4. If you had a meningococcal vaccine in the past, you might need additional vaccination before starting SOLIRIS. Your doctor 

will decide if you need additional meningococcal vaccination.  

5. Meningococcal vaccines reduce the risk of meningococcal infection but do not prevent all meningococcal infections. Call 

your doctor or get emergency medical care right away if you get any of these signs and symptoms of a meningococcal 

infection:  

o headache with nausea or vomiting 

o headache and fever 

o headache with a stiff neck or stiff back 

o fever 

o fever and a rash 

o confusion 

o muscle aches with flu-like symptoms 

o eyes sensitive to light 

http://news.alexion.com/press-release/product-news/new-data-phase-3-regain-study-eculizumab-soliris-patients-refractory-gene
http://news.alexion.com/press-release/product-news/interim-analysis-phase-3-open-label-extension-study-shows-sustained-benef
http://news.alexion.com/press-release/product-news/interim-analysis-phase-3-open-label-extension-study-shows-sustained-benef


Your doctor will give you a Patient Safety Card about the risk of meningococcal infection. Carry it with you at all times during 

treatment and for 3 months after your last SOLIRIS dose. Your risk of meningococcal infection may continue for several weeks after 

your last dose of SOLIRIS. It is important to show this card to any doctor or nurse who treats you. This will help them diagnose and 

treat you quickly. 

SOLIRIS is only available through a program called the SOLIRIS REMS. Before you can receive SOLIRIS, your doctor must: 

• enroll in the SOLIRIS REMS program  

• counsel you about the risk of meningococcal infection  

• give you information about the symptoms of meningococcal infection  

• give you a Patient Safety Card about your risk of meningococcal infection, as discussed above  

• make sure that you are vaccinated with a meningococcal vaccine  

SOLIRIS may also increase the risk of other types of serious infections. If your child is treated with SOLIRIS, make sure that your 

child receives vaccinations against Streptococcus pneumoniae and Haemophilus influenzae type b (Hib). Certain people may be at risk 

of serious infections with gonorrhea. Talk to your doctor about whether you are at risk for gonorrhea infection, about gonorrhea 

prevention, and regular testing. Certain fungal infections (Aspergillus) may also happen if you take SOLIRIS and have a weak 

immune system or a low white blood cell count. 

Who should not receive SOLIRIS? 

Do not receive SOLIRIS if you: 

• have a meningococcal infection.  

• have not been vaccinated against meningitis infection unless your doctor decides that urgent treatment with SOLIRIS is 

needed. See “What is the most important information I should know about SOLIRIS?”  

Before you receive SOLIRIS, tell your doctor about all of your medical conditions, including if you: 

• have an infection or fever.  

• are pregnant or plan to become pregnant. It is not known if SOLIRIS will harm your unborn baby.  

• are breastfeeding or plan to breastfeed. It is not known if SOLIRIS passes into your breast milk.  

Tell your doctor about all the medicines you take, including prescription and over-the-counter medicines, vitamins, and herbal 

supplements. SOLIRIS and other medicines can affect each other causing side effects. 

It is important that you: 

• have all recommended vaccinations before you start SOLIRIS  

• receive 2 weeks of antibiotics if you immediately start SOLIRIS  

• stay up-to-date with all recommended vaccinations during treatment with SOLIRIS  

Know the medications you take and the vaccines you receive. Keep a list of them to show your doctor and pharmacist when you get a 

new medicine. 

What are the possible side effects of SOLIRIS? 

SOLIRIS can cause serious side effects including: 

• See “What is the most important information I should know about SOLIRIS?”  

• Serious allergic reactions. Serious allergic reactions can happen during your SOLIRIS infusion. Tell your doctor or nurse 

right away if you get any of these symptoms during your SOLIRIS infusion:  

o chest pain 

o trouble breathing or shortness of breath 

o swelling of your face, tongue, or throat 

o feel faint or pass out 



If you have an allergic reaction to SOLIRIS, your doctor may need to infuse SOLIRIS more slowly, or stop SOLIRIS. See “How will I 

receive SOLIRIS?” in the Medication Guide. 

The most common side effects in people with gMG treated with SOLIRIS include: 

• muscle and joint (musculoskeletal) pain  

Tell your doctor about any side effect that bothers you or that does not go away. These are not all the possible side effects of SOLIRIS. 

For more information, ask your doctor or pharmacist. 

Call your doctor for medical advice about side effects. You are encouraged to report negative side effects of prescription drugs to the 

FDA. Visit MedWatch, or call 1-800-FDA-1088. 

INDICATION 

What is SOLIRIS? 

SOLIRIS is a prescription medicine called a monoclonal antibody. SOLIRIS is used to treat: 

• adults with a disease called generalized Myasthenia Gravis (gMG) who are anti-acetylcholine receptor (AchR) antibody 

positive  

It is not known if SOLIRIS is safe and effective in children with gMG. 

Dr. Adam Horvit will speak with us on October 9, 2019.  Please plan to attend. 
 

 

CENTRAL TEXAS MG WALK 

NOVEMBER 10, 2019 AT 9:00 AM  

EAST METRO PARK, MANOR TX. 

 

Support Groups in Texas   ------   LET’S GO TEXAS!!!!!!!!!!!!!       
 
Central Texas MG Support Group meets in Austin every second Wednesday (see shedule) 

Linda Ann & Larry Joslin, Facilitators – Started February 2007   www.mg-centraltexas.org 

Alamo (South Texas) MG Support Group meets the second Saturday at Baptist Health Link Fitness Center.  Elroy & 

Gail Tschirhart – Facilitators – Started February 2007.    www.mgsouthtexas.org 

Houston MG Support Group meets in Houston every second Saturday. 

Michael Wood -  Facilitator – started in January 2014   michaelmgsuphouton@gamail.com 

North Texas MG Support Group meets in Dallas 

Karon & Jerry Faught - Facilitators – jerryfaught@yahoo.com 

Corpus Christi MG Support Group meets every second Saturday Robert Harvey – Facilitator 

Southeast Texas MG Support Group – Group Leader TraceyYoung traceyismgstrong@yahoo.com  

Rio Grande Valley (RGV) MG Support Group – Karen Mau –Facilitator ; Ruben /Cuellar- Assistant : 

MG.RGVassist@gmail.com 

 
 
Linda Ann Joslin,     
Facilitator, MG Support Central Texas      
www.mg-centraltexas.org 

 

 

http://www.mgsouthtexas.org/
mailto:traceyismgstrong@yahoo.com
mailto:MG.RGVassist@gmail.com
http://www.mg-centraltexas.org/


 

 



 

 


