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MGFA WALK    Sunday,   November 19, 2017    East Metro Park Manor Texas

Central Texas is our group.  ​ 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. Includes 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
 
FOOD AND MG – VERY INTENSE MEETING

Beth Whitley, Nutritionist   beth.m.whitley@gmail.com    512-585-0024
Beth’s talk included how glutens, dairy products and sugars affect autoimmune dieases.  Beth has had lumphoma for 10 years.  When she was diagnosed, she started looking at her food.  After avoiding the foods that are listed, she is in remission and takes no medicines.  

She is not telling anyone to stop medications, she is telling her story and how it helped her.  
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Listed are the foods that Beth mentioned.
Foods to Avoid
(Bold – try to get rid of these as soon as you can)
· Grains (especially gluten grains)

· Dairy  (We are the only species to use another species milk)
· Sugar (a little honey, coconut sugar, or Grade B maple syrup is ok)

· Peanuts (contain mold)

· Artificial Sweeteners (Sweet Leaf stevia is ok)

· Fast Food
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Processed Food

· Soy

· Egg Whites

· Nuts/Seeds (including butters and milks)

· Legumes (green beans are ok)

· Nightshades (tomatoes, potatoes, eggplant, peppers, paprika, mustard seeds, all chilis incl. spices)

· Dried fruits

· Alcohol

· Coffee (no more than 1 cup)
Foods to Eat
· Grass-fed Beef

· Organic Chicken

· Fish (wild-caught ONLY, esp. salmon)

· Sardines

· Liver

· Bone Broth (great source of collagen)

· Vegetables (cooked; no nightshades)

· Salads

· Seaweeds

· Sauerkraut (raw, fermented)

· Healthy Fats (coconut oil, olive oil, avocado/avocado oil, palm oil)

· Fruits (2/day; no dried fruit)

· Herbs/spices (except nightshades)

· Sea/Himalayan salt

· Herbal teas

· Coconut products

· Vinegars (cider, coconut, balsamic)
One of our members, Susan Larkin has been eating like this for years.  She is in great shape and swears by this program.  Her family has had health issues and Susan wanted to do everything that she could to prevent the same problems.  Starting with food was her first step to getting healthy.  She admits that it has taken her several years to get to this point.  Thank you so much!!!!!!!!!!!!
Her suggestions for a Gluten Free Diet:   
Starting is the important part of this journey.  Start with small steps and try not to get overwhelmed.  The goal is to remove all gluten and sugar from your diet and eventually the other items on the list from Beth.

1.  Be aware of what you are eating.  Read labels.  Choose foods with the least number of ingredients.

2.  Remove soda and fast food.  If you find yourself eating fast food, look for healthier options.
In and Out:  Order Protein style and gluten free fries.  

     
Mighty Fine:  Try the Burger bowl.  It is delish & order the GF fries.  They also also have a GF bun 

There are many pizza places that have GF pizza.  Ask for 1/2 the chesse.  

Tacos, ask for corn tortillas.  Corn is a grain but at this point getting gluten out is the goal.  No matter where you eat, you can custom your order.  They are happy to make changes for you.

3.  Many salad dressing have gluten in them.  There are lots of choices that do not.  Read the labels.

4.  Some people like to get rid of all the gluten containing items in their pantries, others like to use what they have and replace with GF when they need things.  Replace with healthy choices.

5.  Buy peanut butter without sugar or corn syrup.  Almond butter is a healthier choice.

6.  Buy ketchup without sugar or corn syrup.

7.  If you use syrup, use real Maple Syrup.  The other stuff is corn syrup with coloring added.  Removing sugars is the goal, but baby steps might be a good way to start.

8.  Most canned soups contain gluten as well as taco seasoning, Lipton Dry soups, etc  

9.  Many medications contain gluten!

10. Remove vegetable oil from your diet.  Use coconut oil, avocado oil and Olive oil.

11.  Youtube has thousands and thousands of videos to answer your questions as well as show you how to cook and prep meals.  I follow Against All Grain with Danielle Walker, Dr Axe, Dr Myers and so many more

12.  Pinterest is amazing for all things GF, Paleo and Whole 30.

13.  Look into Whole 30.  It is another healthy eating plan that is everywhere.  
14.  Look at your personal care products.  Yes, some contain gluten.  That amount of gluten should not be a problem but the chemicals in them are.  Our goal is to reduce the Toxic burden on our bodies.. Dr. Bronner's has a whole line of products that are not expensive and they are great.  HEB and many other stores carry them.  I love his tooth paste.  

15.  Meditation apps:  These have been a game changer for me.  

      Headspace: This has a male guiding you and his story is amazing.  He was on the Tonight show with Jimmy Fallon, Google it. There are many ways to use this, guided or unguided.  Also many "topics" to support you.  You can check it out for free.  You can set it for how many minutes you want to meditate.  I do 10 minutes.

Calm:  This is good as well.  This is a female guiding you.  Similar set up as Headspace.  Google 

16.  Add collagen to your diet.  Great Lakes is a good brand and use the Green container.  It does not thicken.  Add to your coffee, tea, smoothies, soups, etc.  Several scoops a day is great.  Making bone broth is another way to get the healing benefits of collagen.  

17.  Don’t heat or reheat food in plastic containers.  Chemicals are released when heated.

18.  Switch from foil to parchment paper.  Small amounts of aluminum stick to our food when we use foil.  Heavy metals in our bodies are one reason people develop autoimmune issues.

Suggested links:

https://www.drweil.com/health-wellness/body-mind-spirit/autoimmune-disorders/myasthenia-gravis/


http://eattobeatmg.com/blog/healthy-living/paleo-diet-and-myasthenia-gravis/
Dear MG Community Member, 
Call to Action: Protect Patients with Pre-conditions
The Myasthenia Gravis Foundation is concerned as the Senate makes a new effort to repeal the Affordable Care Act (ACA) before September 30, 2017. The law guarantees that people with chronic conditions have access to affordable health insurance, and Congress could take this away.  The most likely event is a vote for the Graham-Cassidy bill presented by Senators Graham (R-SC) and Cassidy (R-LA), Heller (R-NV) and Johnson (R-WI).
To learn more about Graham-Cassidy go to these website pages:
National Health Council       National Organization for Rare Disorders 
Make your voice heard.  We are asking those in the MG community to call or write their Members of Congress to demand that they not take away access for people with chronic conditions.   
Contact information for your senators and representatives, and a sample message for you to personalize and use, are below.
Thank you,
Myasthenia Gravis Foundation of America
Contact Information: 
Call or write your Senators and Representative. 
· To find out who your Senators are: https://www.senate.gov/senators/contact/
· To find out who your Representative is: http://www.house.gov/representatives/find/
Sample Message:
As someone with a chronic pre-existing condition, I urge you to vote against the Graham-Cassidy Act, since it will reduce access to health insurance and eliminate patient protections for people like me. 
A FOLLOW MG'er - MY EXPERIENCE: EXERCISE, MG AND ME
Myasthenia Gravis for me has affected my legs and walking a great deal. Because they were my weakest points, I decided not to further fatigue them at first, at least not until I felt ready. I started strength training at home using 2 and 3 pound dumbbells. I started off sitting in a chair working on my arm routine. As my arm workouts got easier, I tried working on my legs and core, still from the comfort of my own home.

After about 9 months I have been able to notice a dramatic difference in my strength, physical ability and body composition. Now, even on a ‘weak’ day, I am stronger than I have ever been. I attribute this to my weekly exercise routine, my diet (the adapted clean eating plan and the Paleo diet), as well as my strong desire to be, feel, look and live vibrantly again.

I am now able to say, with extreme happiness, that I have moved from my at-home gym to my community gym. I have upped the weight I am able to use, I can walk about 1.5 miles in 20 min without resting and bike a steady 3 miles in less than 25 min. When I started, I couldn’t even think about walking around the block. Now, I am able to go to the gym 2 days a week and take strolls with my love at sunset. This is such a huge success for me so I feel the need to share. Exercising, stretching and eating healthy has completely transformed my life with Myasthenia Gravis and I feel it could transform yours just the same.

Pilates for the Handicapped

Mary Holder, Pilates Instructor - ctnc_pilates@yahoo.com This video demonstrates Pilates for the handicapped.  It is Awesome.  https://youtu.be/ewFluJlK-Lc\
*****    Jackie McSpadden has been in remission for over a year.  Now she is experiencing problems with her speech.  When Jackie was diagnosed, she was very sick.  She struggled with hospital visits and ICU stays.  Then, over a year, ago, she decreased her meds (as per her doctor’s instructions) and started feeling like herself before MG.  Jackie and Dan attended every MG meeting and shared their adventure with all of us.  It is such a great story and so uplifting.  Now, MG’s has stuck it’s head up, again.   Please keep her in your thoughts and prayers.  
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
MEETINGS 

October 11 – Dr. Hussein – Neurologists – MG Specialist

October 28 – MG Conference in Houston 

November 8 –   Round Robin   -   Talk about MG Conference in Houston and MG Walk 
November 19 – Central Texas MG Walk – East Metro Park Manor Texas

December 13 -   Physical Therapist
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For the first time, patients and clinicians may have empirical evidence for the best treatments for myasthenia gravis, thanks to a newly funded research project led by MGFA Medical/Scientific Advisory Board member Donald Sanders, MD, Duke University School of Medicine, and Pushpa Narayanaswami, MD (Beth Israel Deaconess Medical Center/Harvard Medical School), and funded by a $2.5 million grant from the Patient-Centered Outcomes Research Institute (PCORI). This grant application has been in the works for nearly a year---with MGFA providing use of the MG Patient Registry and funding a focus group to provide evidence of need.  MGFA Board member, Jurgen Venitz, MD, PhD and support group leader Kathie Bibeau are advisors on the project.   We at MGFA look forward to continuing to work closely with Drs. Sanders and Narayanaswami and their team as this landmark project is launched.  Click on this link to see the press release:  https://neurology.duke.edu/about/news/new-study-establish-evidence-mg-treatments
�





Resources


Wiseman Family Practice:  �HYPERLINK "https://www.wisemanfamilypractice.com/"��https://www.wisemanfamilypractice.com/�


Terry Wahls:  �HYPERLINK "http://terrywahls.com/about/about-terry-wahls/"��http://terrywahls.com/about/about-terry-wahls/�   


Tom O’Bryan: �HYPERLINK "http://thedr.com/"��http://thedr.com/�        �HYPERLINK "https://vc365.infusionsoft.com/app/linkClick/6029/78332789b5e33865/1721727/47812a4f5ec1373a" \t "_blank"��https://www.facebook.com/thedr.com.english/�


Amy Myers:  �HYPERLINK "https://www.amymyersmd.com/category/featured/"��https://www.amymyersmd.com/category/featured/� 


Elana’s Pantry:  �HYPERLINK "https://elanaspantry.com/"��https://elanaspantry.com/� 





� INCLUDEPICTURE "http://d31hzlhk6di2h5.cloudfront.net/20170920/b5/80/ad/bf/e50ab188c6f00adf3c4d64c8_880x366.png" \* MERGEFORMATINET ���





Supplement Recommendations


Enteromend (Thorne)* (or l-glutamine, aloe, slippery elm, DGL), Probiotics – Dairy-Free (Dr. Ohira), Digestive Enzymes + HCL, Vitamin D3, Fish Oil*, DPP-IV Enzyme (for dining out), Collagen Powder (Great Lakes; available on Amazon), Vitamin C (buffered),


Meriva SR* Curcumin (Thorne)*, Liver Support (Thorne)*, MediPro Vegan Protein Shake (Thorne)*, VitaMeal (Nu-Skin)*  


*Contact Beth to order





Thank you so much.  It was so informative.











