CHAPTER PRESIDENTS
December 2, 2011

CC:

Chapter Manual Revised
Significant changes to the Chapter Manual have been made during the past year, which were
approved by the Chapter Relations Committee at its November 2011 meeting.
Most of the changes are due to structural changes that have been made and previously
communicated (National Program Expense [NPE] allocation process, development of
regions, Core Values, Conflict of Interest, Society Employee Handbook [to be issued by
calendar year end], etc.). There also have been limited changes to many other sections of the
Chapter Manual.
The Chapter Manual, (Revised November 2011) is posted on Share Point under Chapter
Management Information.
Also posted on SharePoint in the same location is an Executive Summary of the approved
changes and a Chapter Manual Users Guide, which provides a brief summary of common
policy and operational questions that are most frequently asked by chapter boards.
From: Craig Weber
Vice President, Chapter Operations
303-698-6116
303-570-7932 (Cell)
craig.weber@nmss.org

PROGRAMS & SERVICES
December 2, 2011

CC: All

Treatment Decision Webinars
As therapies to manage MS become more effective, they will also carry increased risks – and
the ability to think clearly about these relative benefits and risks will be essential for everyone
affected by MS. Helping our clients feel better equipped to make comfortable, informed
treatment decisions in the days ahead will be a high priority for all of us.
In early December, we will be offering a Webinar entitled Helping Our Clients Make
Comfortable Treatment Decisions: Tips for Thinking Clearly about Benefits and Risks. Based
on very positive feedback about the workshop on this topic at our National Conference, we
decided to make it available nationwide. Our goal is to help chapter staff and our IRC
specialists feel prepared to discuss these issues with people living with MS and their family
members.
For those who are unable to attend either one of the scheduled programs, the presentation
will be recorded and archived on SharePoint. In addition, a slide deck with talking points will
be made available so that chapters can use the program locally with their clients.
Please join one of the following two calls – and invite other staff members who might benefit
from this presentation to join as well.
Topic: Treatment Decisions - Presented By Roz Kalb
Date: Wednesday, December 7, 2011
Time: 1:30 pm, Mountain Standard Time (Denver, GMT-07:00)
Meeting Number: 764 251 070
Meeting Password: (This meeting does not require a password.)
To start or join the online meeting
Go to
https://nmss.webex.com/nmss/j.php?ED=158733132&UID=481562102&RT=MiM2

Topic: Treatment Decisions - Presented By Roz Kalb
Date: Friday, December 9, 2011
Time: 11:00 am, Mountain Standard Time (Denver, GMT-07:00)
Meeting Number: 760 139 085
Meeting Password: (This meeting does not require a password.)
To start or join the online meeting
Go to
https://nmss.webex.com/nmss/j.php?ED=158733217&UID=481562102&RT=MiM2
Teleconference information for both calls:
1-800-910-3597
ID: 15122898#
If you have any questions about this program, please contact:
Rosalind Kalb
rosalind.kalb@nmss.org
212-476-0479

Debra Frankel
debra.frankel@nmss.org
617-795-7002
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RESEARCH/CLINICAL UPDATE

December 2, 2011
New & Free Health Professional Resource: MS Diagnosis and Management
Healthcare Professional Pocketcard Set & App
The Society’s Professional Resource Center (PRC) partners with health care professionals to
enhance quality of care and increase access to care for people living with MS. We are pleased
to announce a new tool and resource to assist healthcare professionals with important
information on the diagnosis and management of MS.
The “MS Diagnosis and Management Healthcare Professional Pocketcard Set and App” is a
concise collection of important and easy-to reference information on the diagnosis and
management of MS and is available as a FREE downloadable Apple and Droid “App” and/or
printed plastic pocketcard set.
Highlights of this resource include:
• Signs and symptoms characteristic of MS
• The four MS disease courses
• 2010 Revised McDonald Diagnostic Criteria for MS
• Differential diagnoses
• Elements of the diagnostic workup, including typical findings on brain and spinal MRI, and
cerebrospinal fluid analysis
• Common clinically-isolated syndrome presentations
• Treatment strategies including disease-modifying medications and relapse and symptom
management
• Assessment scales including the Kurtzke Functional Systems Scores, Kurtzke Expanded
Disability Status Scale, Bladder Control Scale, and Two-Question Screening Tool for
Depression
• National MS Society resources for clinicians and their patients
(Below is an example of the first 2 of the 6 sections of the pocketcard set/App.)
The National MS Society is proud to be a source of information about MS. Our comments are based on professional advice, published experience and expert opinion, but
do not represent individual therapeutic recommendation or prescription. For specific information and advice, consult your personal physician.
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Healthcare Professional Outreach:
• On December 8, an email will go to approximately 95,000 healthcare professionals,
including neurologists, general/family practitioners, OB/Gyns, Society Clinical Fellows,
etc. with information and an invitation to download this free App. (This email will also
go out every few months over the next 18 months.)
• This resource will also be promoted at events such as the Academy of Neurology and at
the 2012 Consortium of MS Centers Conference.
• The link to download the free app can be found on the “For Professionals” section of
the Society’s website at http://www.nationalmssociety.org/prc.
• In addition, The Professional Resource Center will be providing 20 printed
pocketcards and 40 color promotional flyers to each chapter (at no expense to the
chapter). Chapters can also request up to an additional 30 more pocketcard sets
and 40 more color flyers. (We anticipate that more card sets will be available later in
the year as well.) While the cards and flyers will remain free, chapters will be asked to
pay shipping costs for these additional resources. To request additional pocketcards and
flyers, please send your request to chapterorders@nmss.org.
• Chapters are encouraged to reach out to local health care professionals and distribute
the pocketcard set and color promotional flyers as well.
-- Questions? Roz Kalb, Rosalind.kalb@nmss.org , Vice President, Professional Resource
Center

The National MS Society is proud to be a source of information about MS. Our comments are based on professional advice, published experience and expert opinion, but
do not represent individual therapeutic recommendation or prescription. For specific information and advice, consult your personal physician.
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RESEARCH/CLINICAL UPDATE
cc: Chapter President, Programs, Development
December 2, 2011
Sign Up to Receive Emails Relating to MS Research Promotion
Based on requests we have received from staff, we are inviting chapter staff to sign up to
receive emails relating to promoting awareness of research, such as the following items, which
are already being received by chapter staff who act as liaisons to their volunteer Research
Advocates:
• News items about research that are posted on the web site and included in news sheets
• Notices of upcoming events relating to research, such as national donor calls or
webcasts
• The bi-monthly Research Promotion Update, which highlights events and resources
relating to promoting awareness of Society research efforts.
If you are interested in receiving these emails, please contact Sara Bernstein at
sara.bernstein@nmss.org.
Please visit the Research Promotion section of SharePoint for research promotion resources,
including past issues of the Research Promotion Update:
http://intranet.nmss.org/Topics/cr/Pages/ResearchPromotion.aspx.
For information about the Research Advocates Program, feel free to contact me and/or view
information about the Program on SharePoint:
http://intranet.nmss.org/Topics/cr/Pages/ResearchAdvocatesProgram.aspx
-- Sara Bernstein, Research Information Manager, Research Programs
Sara.Bernstein@nmss.org
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do not represent individual therapeutic recommendation or prescription. For specific information and advice, consult your personal physician.

National Multiple Sclerosis Society
733 Third Avenue
New York, New York 10017-3288
Tel +1 212.986.3240
Fax +1 212.986.7981
E-mail nat@nmss.org
Nationalmssociety.org

RESEARCH/CLINICAL UPDATE
cc: Chapter President, Programs, Development
December 2, 2011
Tovaxin® (T cell vaccination) granted fast-track designation by FDA
The company Opexa Therapeutics (The Woodlands, TX) announced that the experimental
therapy Tovaxin® has been designated by the U.S. Food and Drug Administration as a “Fast
Track Product” for the treatment of secondary-progressive MS
(http://www.nationalmssociety.org/about-multiple-sclerosis/progressive-ms/secondaryprogressive-ms/index.aspx). Tovaxin is a personalized vaccine that aims to induce immunity
against T cells that attack the brain and spinal cord in MS. It uses a person’s own immune cells,
which are removed, manipulated, and then reintroduced by under the skin injections.
The Fast Track designation may expedite its future review by the FDA after the company
submits results of future phase III trials. The company is planning to begin a Phase IIb clinical
trial of Tovaxin in secondary-progressive MS “subject to securing the necessary resources,”
according to a November 8, 2011 press release.
Results so far: A one-year, multi-center trial of Tovaxin was conducted in 140 people with
relapsing-remitting MS and 10 people who had experienced a neurological episode that put
them at possible risk for being diagnosed with MS. The TERMS study found Tovaxin to be
safe, but did not achieve statistical significance in the primary endpoint evaluating the
cumulative number of active MRI lesions in those on active therapy versus those on placebo
(Multiple Sclerosis, published online November 6,
http://msj.sagepub.com/content/early/2011/11/07/1352458511428462.long). Analyzing a
subset of participants after the study, investigators found that Tovaxin stabilized or reduced
disability as measured by the EDSS scale, and the average number of relapses in a year.
Tovaxin is a trademark of Opexa Pharmaceutics.
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RESEARCH/CLINICAL UPDATE
cc: Chapter President, Programs, Development
December 2, 2011
Researchers Recruiting African Americans with MS and Family Members Across the
U.S. for Genetics Studies – Key to finding cause of MS and better treatments
Investigators at the University of California, San Francisco, are recruiting African Americans
with MS and their family members across the country for genetic studies. For one study, the
team is looking for an African American family that has three generations of family members
with MS, or a family with multiple people with MS within one generation. There is no cost to
people who agree to participate.
Rationale: Genes are known to play a role in who is susceptible to developing multiple
sclerosis, and may also influence the course of the disease. People living with MS and their
family members can make a difference in studies searching for these genes by donating their
DNA from blood samples. Identifying the exact location of MS genes could help determine
who is at risk for developing the disease, and may provide clues to its cause, prevention and
better treatment. Focusing on ethnic groups with lower susceptibility to MS (such as AfricanAmericans) and higher susceptibility (such as individuals of Northern European descent), and
searching for what is common and what is different in their genes may help pinpoint regions
that contain MS genes. Large number of participants and their families are needed to accelerate
this research.
Details: It is not necessary to travel to San Francisco to participate in this study. Once an
individual has gone through the initial phone screening and has agreed to participate, they are
sent a kit via express mail. The kit includes a consent form, a health information privacy form,
and a medical records release form (only for participants with MS). The kit also includes
everything necessary for the blood draw, which can be taken to a local lab or clinic, where the
blood can be drawn and then returned in a prepaid envelope to the UCSF MS Genetics Lab.
There is no cost to the study participants.
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At all times, records and other information that is shared with investigators are handled in a
confidential manner. There is no charge for participation.
Contact: If you are interested in participating in this study please click on the following link
and fill out the UCSF Electronic Intake form:
https://redcap.ucsfopenresearch.org/surveys/?s=RPKGc4.
If you would like more information about this study, please contact the research coordinator:
Cuquita Gomez
Phone: (415) 502-4567
Toll Free Phone: 1 (866) MS-GENES or 1 (866) 674-3637
E-mail: refujia.gomez@ucsf.edu
Study Web site: http://neurology.ucsf.edu/msdb/
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