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2018 National Conference
The 2018 National Conference will be held in Kansas City, MO from April 15 – 17. 
2018 National Conference: Support Group Leader Schedule 
Support Group Leaders & MG Friends Breakout Session 
Breakfast will be provided
Intercontinental Hotel at the Plaza
Sunday, April 15th from 8:00AM - 12:00PM 
**Breakfast will be available as early as 7:15AM
RSVP Required: Nakeshia Betsill at nbetsill@myasthenia.org or 202-591-2493
MGFA Board & Volunteer - Meet and Greet Luncheon
Lunch will be provided
Intercontinental Hotel at the Plaza 
Sunday, April 15th from Noon - 1:30PM 
**Catered lunch 
RSVP Required: Nakeshia Betsill at nbetsill@myasthenia.org or 202-591-2493
Energy Boost: Don't let fatigue get you down. These six strategies can help you manage it.  Kritz, Fran

Neurology Now: October/November 2017 - Volume 13 - Issue 5 - p 9–10
doi: 10.1097/01.NNN.0000526567.77922.aa

If you've been diagnosed with a neurologic condition and find yourself feeling tired, you've got lots of company. Fatigue is a common symptom of many neurologic conditions, including multiple sclerosis (MS), muscular dystrophy, Parkinson's disease, myasthenia gravis, Charcot-Marie-Tooth disease, and traumatic brain injury.

We reached out to several experts for tips on reducing fatigue and conserving energy. Here's what they advise. 
1. IDENTIFY THE CAUSE. Fatigue comes in different forms, says Ayesha Sherzai, MD, a neurologist at the Cedars-Sinai Brain Health and Alzheimer's Prevention program in Los Angeles. “Work with your doctor to determine the cause so you can get targeted recommendations,” she says. “If the fatigue makes it hard to get to the doctor's office, call and set a time to chat. Your doctor may be able to suggest some things over the telephone.”

2. TWEAK DOSES. Some medications, especially drugs for epilepsy, can cause fatigue, says Joseph Sirven, MD, FAAN, professor of neurology at the Mayo Clinic in Scottsdale, AZ. “Your doctor may be able to lower the dose so the drug remains effective but causes less fatigue,” he says. If not, talk to your doctor about changing the timing of your medication. For example, you may be able to take some drugs before bedtime, when a side effect of drowsiness can be a benefit, says Dr. Sirven. If you take multiple drugs, talk to your doctor about reducing that number—and therefore the risk of tiredness as a side effect.

3. GET REGULAR EXERCISE. Exercise can improve your mood by releasing endorphins—hormones that make us feel good—and taking your mind off the fatigue. In a study published in the May 2016 issue of the journal Medicine & Science in Sports and Exercise, researchers from the University of Basel in Switzerland, the Psychiatric University Clinics Basel, and from Iran randomly assigned 54 women with MS to yoga, aquatic exercise, or no exercise at all for eight weeks while they continued their regular treatment regimen, including medication. Before and after the trial, participants completed a questionnaire about their symptoms. At the end of the study, the researchers found that compared with the group that did not exercise, the groups that did yoga and aquatic exercise three times a week had significantly less depression and fatigue.

Check with your doctor before starting any exercise program to be sure it won't make you more tired or cause injuries, and to get recommendations for your condition, says Jack Burks, MD, FAAN, chief medical consultant of the Multiple Sclerosis Association of America in Cherry Hill, NJ.

4. SCHEDULE OCCUPATIONAL THERAPY. An occupational therapist can identify ways to conserve energy in everyday activities such as dressing, bathing, and reaching for things. In the April 2016 issue of the American Journal of Occupational Therapy, for example, a case study described energy-conserving strategies for a woman with MS and dementia. These included sitting while dressing and eating breakfast earlier on days when she took a yoga class so she had time to rest after finishing her meal.

5. USE ASSISTIVE DEVICES. Canes, walkers, and wheelchairs can help you conserve energy, even if you only use them occasionally or for major events like travel or a trip to the mall, says Dr. Burks.

6. ADDRESS SLEEP PROBLEMS. Difficulty sleeping can exacerbate fatigue, says Dr. Burks. Start with simple techniques such as avoiding caffeine and naps late in the day. If you're still having trouble, talk to your doctor about adjusting your medication or participating in a sleep study.

Help for Caregivers: Providing care can be exhausting, so it's important for caregivers to look after themselves, too.

Neurology Now: February/March 2018 - Volume 14 - Issue 1 - p 6
doi: 10.1097/01.NNN.0000530617.03008.13

This past December, my family experienced its first major health crisis when my 92-year-old father fell and fractured his hip. The holidays were a blur as he underwent hospitalization, surgery, and four weeks of in-patient rehabilitation in rapid succession. A college professor who had been professionally active into his 80s and physically active until the time he fell, my father struggled with the ensuing loss of autonomy.

The unfamiliar surroundings and acute illness contributed to delirium, and my ordinarily calm and thoughtful father became confused and agitated. During this traumatic time, my family, and especially my mother, had to deal with many of the challenges that are, sadly, all too familiar to you, our readers.

At his side at the rehabilitation facility nearly constantly, my mom slept in a bedside recliner because my father felt safer with her there. Although I was able to provide her with brief periods of respite, the sleep deprivation and constant vigilance took its toll on my mother. My dad is home now, but he still needs extra care. As I advise my mom regularly, it is imperative for caregivers to take regular breaks for the sake of their own health. In “Waiting Room,” we bring you one example of a program that provides relief for some of the 43.5 million caregivers in the United States.

The program, aptly called My Time for Free Time, provides breaks for caregivers by engaging their loved ones in structured activities once a week for three hours. Founded in 2015 in The Villages, a retirement community in Florida, the program is run by Bob Janson, a resident of The Villages, who supervises the volunteers and meets regularly with caregivers to ensure they are getting the support they need. Today, more than two dozen families take advantage of the program. Every Thursday, participants engage in crafts, art projects, music, and games—all for free.

Because caregiving can also involve young children, our story in “For the Caregiver” offers advice for parents of children with special needs who are “mainstreamed” into public education, including finding appropriate services and connecting with patient organizations and other families in similar situations.

Finally, we have some exciting news to share with our readers regarding the future of Neurology Now. With the April/May 2018 issue, we are unveiling a totally transformed print and online experience. The content will continue to meet our high standards of excellence, complete with expert advice from members of the American Academy of Neurology and our editorial board of neurologists. But we will provide even more in-depth resources and information for people with neurologic conditions, their caregivers, and anyone interested in brain health.

In April, be sure to keep an eye out for a “new face” to the magazine when it arrives in your mailbox or when you see it in your doctor's office.

Drug - A Call to Action

The American Academy of Neurology (AAN) and other leading medical organizations have called for major changes in how drug prices are determined in the United States. In early 2017, the AAN issued a position statement focused on three major areas of action that would lower drug costs:

· NEGOTIATE PRICE. Grant authority to federal agencies to negotiate prices with drug manufacturers under Medicare. This would allow the government to use its purchasing power to obtain prescription drugs at a lower price. (And where Medicare goes, private insurers typically follow.)

· BE TRANSPARENT. Require manufacturers to disclose pricing information, including how drugs are priced and the prices paid by insurers and consumers, and limit direct-to-consumer advertising, which creates demand for unnecessary or inappropriate medications and contributes to marketing costs.

· ALLOW IMPORTATION. Allow the importation of the same high-quality prescription drugs from Canada when prices for those prescriptions are less expensive than in the United States. Many specialty drugs are priced much higher in the United States than in other countries.

TREATMENT OPTIONS

ANTICHOLINESTERASES

The most common treatment for myasthenia gravis is a class of medications known as anticholinesterases, such as pyridostigmine bromide (Mestinon), says Gary S. Gronseth, MD, FAAN, professor and vice-chairman of the department of neurology at the University of Kansas Medical Center. They act quickly to relieve symptoms by preventing the breakdown of acetylcholine, the substance that signals muscles to contract. Sometimes these drugs are all that patients need to feel well.

IMMUNOTHERAPY

Most patients eventually will need treatment with prednisone, Dr. Gronseth says. Other immunotherapy drugs commonly added to prednisone include azathioprine (Imuran), mycophenolate mofetil (CellCept), tacrolimus (Prograf), methotrexate (Trexall, Rasuvo), cyclosporine (Sandimmune, Neoral), and cyclophosphamide (Cytoxan, Neosar). Immunotherapy helps prevent the body from making the antibodies responsible for myasthenia gravis, he explains.
MONOCLONAL ANTIBODIES

A new medical option for myasthenia gravis is the powerful monoclonal antibody rituximab (Rituxan), which is given by infusion. This medication may be more effective for patients who test positive for MuSK antibodies, Dr. Gronseth says. Another monoclonal antibody, eculizumab (Soliris), is also being investigated.

RAPID-ACTING IMMUNOTHERAPIES

Therapies such as intravenous immuno-globulin (IVIG) and plasmapheresis, which start working rapidly but also wear off quickly, are prescribed in certain situations—for example, when patients are waiting for slower-acting medications to kick in or to augment immunotherapy drugs when symptoms aren't completely under control. They may also be used to build strength prior to surgery or to manage a crisis, such as when respiratory muscles are so weak that a patient is at risk of not being able to breathe, says Dr. Gronseth.

With IVIG, normal antibodies from donated blood are infused into the patient's bloodstream to alter the immune system and relieve symptoms temporarily. With plasmapheresis (or plasma exchange), another temporary fix, doctors remove blood from the patient's body intravenously. The plasma that contains the harmful antibodies is then separated out, and the antibody-free blood is returned to the patient, explains Dr. Gronseth.

When prednisone and pyridostigmine failed to help Brydson, she started receiving plasmapheresis treatments every two weeks. She experienced substantial relief from chronic weakness by her third treatment, and in subsequent treatments. “I was stronger for two weeks, almost normal again,” she says. “The drawback was that I would crash at the end of the two weeks and I'd feel worse than ever.”

THYMECTOMY

In some cases, Dr. Gronseth says, doctors will recommend a surgical procedure called a thymectomy, which involves removing the thymus gland. This procedure has been used for many decades, mostly in patients with thymomas and in those under age 60 with moderate to severe generalized myasthenia. Until recently, though, there was no clear evidence that it was better for patients than leaving the gland in place.

That changed when researchers published a randomized controlled trial, the gold standard of medical research, in the New England Journal of Medicine in 2016 showing that the procedure combined with prednisone is more effective than prednisone alone in patients without thymomas. “After three years, 70 percent of patients getting surgery plus prednisone had virtually no symptoms, versus 50 percent of the patients just getting prednisone,” says Dr. Gronseth. “It's not a cure, but it's a pretty big benefit. Patients get better and they end up needing less prednisone.”

SURGERY

The traditional surgical approach for thymectomy involves making an incision through the sternum (breastbone) to open the chest and remove the thymus, which lies behind it. The procedure allows doctors to see into the chest and ensure that all the thymus tissue is removed. But it also involves several days in the hospital plus weeks or months of recovery, and leaves a scar, says Dr. Gronseth.

A less invasive approach involves making small incisions on the side of the chest; a scope outfitted with a tiny camera and surgical instruments allows the surgeon to visualize and remove the thymus. “There's not as much scarring and a shorter hospital stay, but we are not as certain about the effectiveness of these less invasive options,” Dr. Gronseth says. However the surgery is performed, it can take several years to realize the full benefit, he adds.

CUSTOM TREATMENT

Treatment for myasthenia gravis is highly individualized, depending on the patient's age, the severity of the disease, and the pace of progression. In addition, doctors consider the personal characteristics of a patient's disease.

“Over the past decade or so, we have discovered that it is important to keep in mind the subtype of myasthenia gravis—the antibody profile, thymic pathology, and age of onset—when discussing treatment options, as this may affect choice and response to treatments,” says Julie Rowin, MD, FAAN, a neurologist in Chicago.

In particular, clinicians now have a better understanding of a type of myasthenia gravis called MuSK-associated myasthenia gravis, in which patients have MuSK antibodies. “These patients not only have different symptoms, but they have different responses to medications than other subtypes,” Dr. Rowin says. For example, acetylcholinesterase inhibitors and thymectomy are less likely to be effective in this subgroup, she says. These patients are more likely to benefit from the monoclonal antibody rituximab, and they tend to do better with plasmapheresis than with IVIG.

OPTING FOR SURGERY

After repeated courses of plasmapheresis, Brydson, who is now studying biomedical sciences at Texas A&M University, was ready to have her thymus removed. “That was my saving grace,” she says. Recovering from surgery was challenging, but she has had no second thoughts. “It's been several years since my thymectomy, and I am close to remission,” she says. “I haven't experienced any major symptoms since then.”

Luckily, Brydson's experience is not unique. “For nearly a century, myasthenia gravis patients and their physicians have had the mindset of bravely living with myasthenia gravis,” says Dr. Richman. “With our current treatments, on the order of 80 percent of patients can experience a remission—complete resolution of all, or nearly all, symptoms. The new mindset should be, ‘Aim to live a normal life.’”

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

Central Texas MG Support Group meets every 2nd   Wed.   Spicewood Springs Library   8637 Spicewood Springs Rd   Austin   78759
     Linda Ann & Larry Joslin, Facilitators    Started in February 2007   www.mg-centraltexas.org     
Alamo MG Support Group meets in San Antonio on the 2nd   Health Link Fitness Center, 288 W. Bitters Rd    San Antonio     78216
     Elroy and Gail Tschirhart, Facilitators Started in February 2007   www.mgsouthtexas.org 
Houston MG Support meets in Houston every 2nd Saturday.  Trini Mendenhall Community Center, 1414 Wirt Rd. Houston    77055
     Meena Outlaw or Sarah Ricks, Facilitators Started January 2017     https://mghoustontx.org/ 

Northwest TX/DFW  Support meets in Dallas  Every 2nd Sat   contact Facilitator to confirm location

     Karon & Jerry Faught, Facilitator    Website: http://www.nmtcmg.org/   Facebook: DFW Myasthenia Gravis Support Group
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 

Corpus Christi Texas MG Support   Meets 3rd Saturday    confirm location   Robert Harvey, Facilitator  Started January 2017
     https://www.facebook.com/Myasthenia-Gravis-Support-Group-of-Corpus-Christi-Texas-630868910390981/?ref=page_internal&qsefr=1
Deep South Texas MG Support   Harlingen    Karen Mau   Planning

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