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Jackie and Dan McSpadden have offered to represent Central Texas MG Group at the 2017 MGFA National Conference.  Thank you so much.  

They have asked that if any of us have any questions of MGFA, please let them know.  At our meeting, these questions were brought up.  If you have any other ideas, please let me know.

Some of the ideas at the meeting were:

Educate Medical Staff in various areas of Texas through traveling seminars.

Teach others to be advocates for MG’ers that are not as experienced.

How to talk to:   Doctors, Druggist, Family, Work and Insurance Companies 

Regular Conference calls for Support Leaders

Frequent Video Sessions for all MG’ers
2017 National Conference

[image: image1.jpg];.-A-é%‘:’zs

Myasthenia Gravis Foundation of America

2017 National Conference

New Orleans, LA | March 26-28, 2017

www.myasthenia.org





The 2017 National Conference will be held in New Orleans, LA from March 26 - 28. 
Please share and encourage your members to attend.
You’re invited, RSVP: 

MGFA Board & Support Group Leader - Meet and Greet 
Astor Crowne Plaza Hotel - Hospitality Suite 
Sunday, March 26th from Noon - 1:30PM 
Catered light lunch 
RSVP: Nakeshia Betsill at nbetsill@myasthenia.org or 212-297-2111

The National Organization for Rare Disorders (NORD)   Washington, D.C., March 1, 2017
The National Organization for Rare Disorders (NORD), the leading independent nonprofit organization representing the 30 million Americans with rare diseases, issued the following statement in response to President Trump’s first speech to Congress: 

“Yesterday evening, President Trump recognized Rare Disease Day and the 30 million Americans living with a rare disease in his first address to Congress. We are grateful for his recognition of the day that raises awareness for all individuals with rare diseases and their families. We are elated that he is joining us in our efforts.

President Trump also recognized Megan Crowley, and her father John, as shining examples of the untiring, steadfast commitment individuals with rare diseases and their families bring to finding treatments and cures for their disease. The Crowleys are one of many superstar families that deserve recognition, and we are thrilled that their tireless work was recognized on such a large stage.

The President continued, stating, '…our slow and burdensome approval process at the Food and Drug Administration keeps too many advances, like the one that saved Megan's life, from reaching those in need. If we slash the restraints, not just at the FDA but across our Government, then we will be blessed with far more miracles like Megan.'

We agree that FDA review processes can be improved upon to expedite the development and review of orphan drugs. Yet we disagree with the President that restraints must be slashed, or that the approval process at the FDA is preventing advances from reaching those in need.

Between 2008 and 2013, 87 percent of the 113 rare disease treatments reviewed by the FDA received an expedited review, compared to 35 percent of treatments for common diseases.   Seventy-eight percent of rare disease treatments were approved using one or more flexible development approaches (generally defined as an approach that does not include two adequate and well-controlled trials or uses novel endpoints).  
For patients with immediately life-threatening illnesses who cannot participate in clinical trials, the FDA approves 99.5 percent of all expanded access requests submitted by physicians and companies.

We also believe that the current safety and effectiveness standards for drugs and biologics are crucial to ensuring individuals with rare diseases receive therapies that will positively impact their lives. Our patients deserve the same quality therapies as everyone else, and to weaken the standards will only threaten our population with unsafe, ineffective therapies. 

The FDA already shows an incredible amount of flexibility in reviewing and regulating orphan drugs. But we can still improve the process.

First, we can adequately fund the FDA to allow them to hire and retain the experts needed to quickly and thoroughly review orphan drugs. Without experts on staff, the review of orphan therapies, and consequently the delivery of orphan therapies to the patient population, may be slowed. The Center for Drug Evaluation and Research (CDER) has hundreds of unfilled positions, and we support a paradigm in which the FDA can freely hire and retain the expert reviewers our patients deserve.

Second, we can reauthorize the critical user fee agreements that fund a substantial portion of FDA’s budget. These user fees must be reauthorized this year.

Finally, we can enact the critical reforms included in the Prescription Drug User Fee Act (PDUFA) and Medical Device User Fee Act (MDUFA) commitments. For orphan drug review, we can greater integrate the patient perspective into drug development review through the further use of patient preference information and patient-reported outcomes. We can also ensure the unique rare disease experience is reflected in orphan drug review through the integration of the FDA Rare Disease Program into orphan drug reviews. Both of these key reforms are under consideration in Congress to be included in the drug user fee act reauthorization.

We at NORD again wish to emphasize our appreciation of the attention President Trump has brought to the rare disease community. Moving forward it is our hope to partner with President Trump and his administration in supporting the needs of our community, such as with the passage of these key user fee agreements.”

[i] https://www.fda.gov/ downloads/AboutFDA/ CentersOffices/ OfficeofMedicalProductsandToba cco/CDER/UCM542141.pdf
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 

March 26 – 28    
National Conference will be held in New Orleans LA
April 12, 2017 

Dr. Adam Horvit    Neurologist   MG Specialist 
May 10, 2017

Review -   MGFA National Convention









