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THANK YOU, Jackie & Dan McSpadden
Larry and I were not able to attend the National Convention for MGFA in New Orleans.  Jackie & Dan took our place.  We are so appreciative.  
Here’s what comes back from the National Convention for MGFA in New Orleans, March 26-28, 2017:  
The first speaker, Vickie Petz Henderson, MD (Obstetrician) – Dr. Henderson used the analogy of a present with wrapping paper.  MG is only the wrapping paper that is seen on the outside.  The true gift is what we are inside – the gift within the wrapping paper.  We have to accept who we are inside, even though the wrapping on the outside may not be as desirable.  “I don’t think about what I can’t do; I think about what I can.  We have to find blessings in adversity.”
As co-facilitators, Jackie & Dan asked the following questions to Rich Mauck – the National MG Walk Director

1. Has MGFA ever considered a circuit speaker to go and talk to MG groups across the country to teach others to be advocates for ourselves to our families, to doctors and insurance companies?  Answer – This is being considered and we are working on this.

2. What about a retired MG Specialist traveling throughout to train neurologist, general practitioners and ER doctors about MG in the remote areas such as the Texas Valley?  No Answer -  just listened
3. Can MGFA provide live streaming of the conference for the MG’ers to participate who couldn’t attend?  Answer:  The main meetings are recorded and can be seen on the website.  The link can be found on MGFA site.

4. Is it possible to set up a conference call with other leaders? – Answer:  Facebook has a group designated to Support Group Leaders.

Break Out Groups:

Thymectomy – Dr. Gil Wolfe 

Article published in the New England Journal of Medicine.  “On average, patients who underwent trans-sternal thymectomy showed significant improvement in MG status at 3 years.  He suggests having the trans-sternal to get all of the thymus.
Maximize Energy & Effectiveness (Some good common sense ideas & reminders)  

RECOMMENDED:
1. Physical & occupational therapy rehab

2. 7 – 9 hours of sleep helps the memory processing

3. Do exercise in the morning

4. Do something relaxing for yourself in your routine

5. Keep temperature 65 to 70 degrees

6. Have a good mattress

7. Vitamin D is highly recommended

8. Do not use a computer or cell phone before bed – A blue light is emitted that messes with your internal clock

9. Use white noise if you cannot sleep

10. Rest before your activities 
11. Use equipment to help you:  Reacher  - Dressing Stick – Electric toothbrush

12. Avoid twisting

13. Keep computer at eye level – keep hips 90 degrees

14. Do less exercise than you think you can

15. Do chair workouts as seen on U-Tube

MG Information
1. Yellow Dot – For emergencies away from home  -  Yellow dot decal is placed in rear window of car – tells emergency responders to look for corresponding yellow folder with medical information in the glove box – check with Public Safety  
2. If Yellow Dot is not available - Medical Alert Sticker on glove box with Medical info in box


Information should include Medical History, Medication List, Medication Precaution List, Emergency Contact List, 
Physician Contact List, Health Insurance, Advance Directive, Medical durable Power of Attorney, Advance 
directive 

Hospital Stay – Bring your meds, clothes, Health Insurance, Medical Devices (CPAP/BiPAP) and most important, your health 


care advocate
3. MG respiratory warning signs  see attachment

4. Electronic Health Records   see attachment
5. MG Terms   see attachment

6. Common healthcare Pitfalls  see attachment

7. Serious Medical Precautions   see attachment
8. Myasthenia Gravis & Dentistry -  Good Dental health can prevent oral problems -  Controlled MG can tolerate dental treatment – Discuss this with your Dentist and Neurologist  -  Informing the Dentist that you have MG is not enough  -  Explain MG to the doctor and staff   Dental Anesthetics & Medications



• Avoid taking Alcohol and/or Valium to reduce anxiety.




• Nitrous Oxide with Oxygen (Laughing Gas) Analgesia can be used for light sedation




• When major oral surgery or periodontal surgery is required and Intravenous Sedation light Sleep 




General 
Anesthesia is necessary, the procedure should be completed by both the dental surgeon 




and an attending dentist-anesthesiologist.



• Respiratory support should be available if needed.




• Remain in the chair until swallowing is under control, and saliva ejector is not needed

9. MG Registry  -  The Registry, a project of the Myasthenia Gravis Foundation of America, is a prospective research project that also facilitates subject recruitment for clinical trials, will provide feedback to participants and helps investigators conduct research studies (N=1831 active participants)

Self-report data are collected twice a year from most patients, on demographics, MG history, disability and 
impairment level, 

immunologic and symptomatic treatments
10. Tackling Insurance Issue   




Keep track of your condition- Medications





Write down symptoms, keep track of when and what medications you have tried, and any 





allergic reactions.





Track medications or treatments your doctor feels you are not a candidate for and why 





Keep track of symptoms you have throughout the day including activities 





What helps improve symptoms?





How quickly and how long does it take for your medicines to help?




How to Choose Your Insurance





Do you Travel often? 




Do you receive any therapies or medical equipment? 




Are your doctors in private practices or part of a health system? 




What medications are you on?





Call the company you are interested in ask if the things you need are covered and how well 



MG prescription costs





Medicare no longer requires plans to grant





Exceptions if there is NOT a formulary alternative on a lower coverage Tier.





Medicare no longer requires plans to cover drugs for Off-Label/Orphan Drug use



When Authorization Is Denied





Written request re-determination/appeal to insurance.





Request a separate entity look at “Level 2” appeal.





Go to Court - Next administrative law judge.




Medicare appeals council and then federal court.
MG respiratory warning signs

Sometimes it is hard to tell if shortness of breath is due to anxiety or MG muscle

weakness. Patients can do some simple assessments to check respiratory function at

home. Signs that breathing function is worsening include:

• Cannot lay flat in bed without feeling short of breath or gasping for air

• Rapid shallow breathing (especially more than 25 breaths/minute)

• Having to pause in the middle of a sentence to take a breath

• Weak cough, especially when mucus/saliva cannot be cleared from the throat

• The muscles between the ribs and around the neck pull in during breathing

• Cannot count out loud past 20 after a full breath of air

• Sweating even when the room is not too warm

• Waking up frequently during the night gasping for air

• Feeling restless, agitated, drowsy or confused

• Breathing worsens even after taking MG medications

• The chest wall moves inward instead of expanding when air is inhaled

• Feeling too tired to keep breathing

PATIENTS SHOULD SEEK IMMEDIATE MEDICAL HELP WHEN FEELING SHORT

OF BREATH WITH THE WARNING SIGNS LISTED ABOVE

Important note about pulse oximeters (pulse ox)

• Pulse oximeters are often used by healthcare professionals. Patients can also buy small monitors for home use. A pulse oximetry result <90% indicates that the patient’s breathing is impaired. Pulse oximetry is NOT a good test for breathing function in MG patients unless the patient has lung problems (COPD, pneumonia) along with MG.

• MG patients can monitor their pulse oximetry at home BUT do not assume that breathing is OK even if pulse ox is > 95%. Use the assessments above to check respiratory function instead.

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
We were not able to attend the National Convention for MGFA in New Orleans.  Jackie & Dan took our place.  We are so appreciative of their attendance.  Thank you, again.
MEETINGS 

June 14, 2017
June Myasthenia Gravis Awareness

July 12, 2017

August 9, 2017

IMPORTANT TERMS TO KNOW – MYASTHENIC CRISIS

PATIENT SUPPORT

Patient advocate = an individual or group that assists patients by giving voice to concerns, helping resolve issues with insurance and healthcare providers, and ensuring that the patient’s wishes are respected.

ICE = acronym for In Case of Emergency

Living will = a written statement specifying the treatment plan to be followed by healthcare providers when the patient is unable to communicate. This usually includes CPR, tube feeding, and other types of interventions provided at the end of life. Also known as an Advanced Directive.

Medical guardian = A person who is authorized to make healthcare decisions for a patient who is unable 
Hospital advocate = Hospital employee who addresses problems and voices concerns about care provided in the facility. Also known as a Patient advocate.
Medical durable power of attorney = Legal document naming a person or persons to make healthcare decisions for the patient when the patient is unable to do so. It also provides instructions about the type of medical care the patient wishes to receive. Also known as a Health Care Proxy.

Resuscitation = treatment to revive a patient when the breathing has stopped and/or the heart has stopped beating.

GENERAL

Respiratory failure = dangerous state in which the lungs are unable to pass enough oxygen into the blood and/or the lungs are unable to remove enough carbon dioxide from the blood. This can happen to MG patients when the respiratory muscles are too weak to move enough air in and out of the lungs.

Cholinergic crisis = increased muscle weakness due to overdose of MG medication (mestinon/Pyridostigmine)

Myasthenic crisis = the respiratory muscles have become so weak due to worsening MG that a ventilator is needed to breathe for the patient. Crisis should not be confused with exacerbation, which is a general worsening of MG symptoms.

Exacerbation = worsening of symptoms

Conversion disorder = physical symptoms that occur without a physical disease to cause them. Instead, symptoms are caused by an ongoing mental health problem such as depression or anxiety

Respiratory arrest = absence of breathing because the lungs have failed

Refractory MG = MG that does not improve with standard treatment

SYMPTOMS

Diplopia = double vision

Ptosis = droopy eyelid

Dyspnea = shortness of breath

Orthopnea = difficulty breathing when lying flat in bed

Tachypnea = rapid breathing rate

Hypophonia = very quiet speech that is hard to hear

Dysarthria = slow, slurred speech that is hard to understand

Dysphagia = difficulty swallowing

Diaphoresis = breaking out into a sweat

Bulbar symptoms = weakness of the muscles in the neck and jaw making it hard to talk, chew, swallow and hold up the head. Bulbar weakness can lead to choking and aspiration

Aspiration = inhaling food, fluids or other substances into the lungs

HOME RESPIRATORY ASSESSMENT
Single breath count = the patient counts out loud after breathing in as deeply as possible. Patients with normal respiratory function can count to 50. A single breath count less than 15 indicates dangerously poor respiratory function.

Interrupted speech = pausing to take a breath after every few words, due to inability to inhale enough air to speak in complete sentences. Also known as staccato speech.

Use of accessory muscles = Muscles around the collarbone and neck are used to help move air in and out of the lungs when the diaphragm becomes very weak.

Paradoxical breathing = Weakness of the diaphragm leads to abnormal chest movements with the rib cage contracting inward as air is inhaled into the lungs,

HOSPITAL RESPIRATORY ASSESSMENT

Pulse oximeter = a small device used to measure blood oxygen levels

ABGs = Arterial Blood Gases. Used to measure oxygen and carbon dioxide levels in the blood.

Respiratory acidosis = poor respiratory function leads to too much carbon dioxide in the blood, which increases the acidity of the blood

Hypoxemia = not enough oxygen in the blood

Hypercarbia = too much carbon dioxide in the blood due to poor respiratory function. Known as

hypercapnia.

Hypercapnia = too much carbon dioxide in the blood due to poor respiratory function Known as

hypercarbia.

PULMONARY FUNCTION TESTS

VC = Vital Capacity. Largest amount of air that a patient can exhale after inhaling as much air as possible.

FVC = Forced Vital Capacity. Largest amount of air that a patient can exhale as forcefully and quickly as possible after inhaling as much air as possible.

NIF = negative inspiratory force. Used to measure strength of respiratory muscles for inhaling air. Also known as MIP = Maximum Inspiratory Pressure.

MEF = Maximum Expiratory Force. Used to measure strength of respiratory muscles for exhaling air.

Also known as MEP = Maximum Expiratory Pressure.

TREATMENTS

CPAP = Continuous Positive Airway Pressure. Breathing machine used by patients with sleep apnea to keep their airways when they are asleep. Continuous, steady air pressure is used to splint the airways and keep them open so the patient can breathe during sleep.

BiPAP = Bi-level Positive Airway Pressure. Breathing machine used by patients with MG when respiratory muscles become weak. BiPAP machines have two settings: a high air pressure is used to help the patient inhale and a lower air pressure is used to allow the patient to exhale easily.

Plasmapheresis = a procedure similar to dialysis in which blood is removed from the body and returned after disease-causing antibodies are carefully removed.

IVIG = Intravenous Immunoglobulin, a concentrated solution of antibodies given via IV to treat autoimmune diseases.

Cholinesterase inhibitor = medication that prevents the acetylcholine enzyme from being destroyed in the muscles. This helps relieve muscle weakness due to MG. Examples include: Pyridostigmine (Mestinon), Caffeine, Huperzine A, and Tensilon.

Mestinon = Primary cholinesterase inhibitor used in the treatment of MG. Also known as Pyridostigmine

Intubation = insertion of a breathing tube into the airway so that a ventilator can breathe for the patient

Mechanical ventilation = use of a breathing machine to breathe for a patient 









