FSMA Medical Advisory Council (MAC)
FACT SHEET
Start Date: 
June 2009.  The first meeting will be held at the time of the SMA Annual Conference (June 18-21) in Cincinati. A second, full-day meeting will be held in the fall at or around O’Hare Airport in Chicago.  
Chair:

Mary K. Schroth, M.D.


Associate Professor, Pediatric Pulmonology


Director, Pediatric Pulmonary Center Grant

American Family Children’s Hospital

University of Wisconsin School of Medicine and Public Health

Composition:
Chair + staff person + official members from these specialties:

· Pediatrics 
· Neurology (peds and adult)
· Pulmonology  
· Pediatric Orthopedic Surgery

· Physiatry 
· Pediatric Critical Care 
· Psychology 
· Genetic Counseling and/or Medical Ethics

· Physical Therapy
· Occupational Therapy

· Diet and Nutrition

Staff: 

Marilyn Weisberg, MPH, FSMA Strategic Communications Director

Proposed Vision:
The Medical Advisory Council will be one of the most highly respected bodies of SMA medical/clinical experts in the U.S., setting the agenda for proactive, creative, and collaborative leadership on issues that improve the quality of medical care for those affected by SMA. 

Proposed Mission:
The Medical Advisory Council, supported by FSMA, is a leading body of experts on SMA clinical care, whose mission is to:
· Build on the foundation of SMA standards of care.

· Increase knowledge of SMA diagnosis, intervention, and care management among health care providers.

· Increase knowledge of SMA, treatments and care management among affected families and the public.

· Translate the results of new research for use in clinical practice. 

Proposed Charges: 

· Develop goals and strategies for educating health care providers on SMA diagnosis, intervention, and care management. 
· Develop goals and strategies for educating families and the public on clinical topics in SMA. 

· Develop goals and strategies for translating scientific outcomes into clinical practice and effectively communicating the results and implications of SMA research to families and the public.
· Participate in the Family and Professionals Conference on an annual basis.  Advise on the medical aspects of the program. 

· Develop proactive communications on timely medical issues in SMA care, including but not limited to position and advisory statements, memos, briefs, articles, and e-blasts.

· Advise on the development of the FSMA website as it pertains to the education of physicians, allied professionals, families, and the public on clinical issues in SMA. 

· Foster collaboration among SMA related organizations on clinical issues in SMA.

· Serve as a resource to the FSMA Board of Directors, Scientific Advisory Board, and Legislative Coordinator on clinical issues in SMA.  

· Respond to medically-oriented questions from the “Ask the Expert” section of the SMA website. 

· Develop goals and strategies for increasing FSMA’s ability to provide leadership in SMA medical affairs on a national level. 

Meetings/Year: 
Two face-to-face meetings and interim conference calls during the year.  
First meeting in 2009:

SMA Annual Conference

Second meeting in 2009:
TBD in the fall 
Expectations for MAC Members: 

· Attendance at 2 in-person meetings/year and on interim conference calls.
· Participation in the FSMA Annual Conference planning. 

· Active participation in the affairs of the Council, including ad hoc task forces and work groups, by request.
· Timely responses to phone and email inquiries from the Chair and staff. 

· Participation in Ask the Expert Panel in area of expertise (see explanation below).
Reimbursement: 

FSMA will cover economy airfare, hotel and meals for 1 face-to-face meeting during the year; and 1 meeting at the SMA Annual Conference in June. (For Official Members of the MAC only). 
Membership Categories:  


1)  Official, Active Member


2)  Ex-Officio, Advisory Member (Ad hoc)


3)  Ask-the-Expert Panel Member
Official Member: 

Each official member will serve a 3-year term, with the option to renew for an additional 1, 2, or 3-year term. Participation will include 2 in-person meetings per year, interim conference calls, and special projects by request.  Official members will be asked to participate in the Ask the Expert service. If you are interested and available to serve, please apply for this option. 
Ex-Officio Advisory Member (Ad Hoc)
FSMA is seeking clinical experts in many specialty areas for the MAC.  If you would like to serve in an Ad Hoc capacity, rather than as an active official member, please contact Dr. Mary Schroth, Chair of the MAC at mscroth@wisc.edu.

Ex-officio Advisory Members will, generally, not be asked to attend meetings.  They will be called in to work on select projects and issues.  Most work will be done by phone and email. 
“Ask the Expert” Panel Member: 
FSMA responds to questions about SMA from individuals with SMA, families and the public through its “Ask the Expert” service on the FSMA website.  If you are interested and willing to answer 1-2 questions via email per month in your specialty area, please sign up for this opportunity. Answers are generally 1-3 paragraphs long.  No meeting attendance required.
To Apply:
Submit applications by March 15  to 
Marilyn Weisberg at marilyn@fsma.org  or  M1Weisberg@aol.com. 
For More Information:



Contact: Marilyn@fsma.org  or  M1Weisberg@aol.com 
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Families of SMA

‘Support. Research. Hope.
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