MOVING TOWARD A WORLD FREE OF MS
Fall 2007

Louisianna Chapter

A Message from the President
Dear Friends:

T

he Thanksgiving holiday has arrived
and here at the Louisiana Chapter,
and we have much to be grateful for.

We are currently in the midst of our
event season and we are happy
to report our continued success in
raising funds to bring an end to the
devastating effects of Multiple Sclerosis

The staff and three of our Louisiana
Board of Trustees traveled to Dallas, TX
for our National Leadership Conference
October 24-26, 2007. We learned
valuable things that we are excited to
continued on following page

INSIDE THIS ISSUE:

We are currently in the midst of our event
season and we are happy to report our
continued success in raising funds to
bring an end to the devastating effects
of Multiple Sclerosis. Our annual MS150
Bike Tour was held on October 6-7 from
Southeastern Louisiana University in
Hammond to Percy Quin State Park in
McComb, MS and was truly a fantastic
event. While we don’t have an exact total
of funds raised, because participants are
given the opportunity to add to their
personal totals until the beginning of
December, we know that we have raised
more than last year, which is a promising
sign for the continued growth of the
Louisiana Chapter. However, this success
would not have been possible without
the dedication of our cyclists and the
countless volunteers that made this event
the best that it has ever been.
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The MS CONNECTION is a publication
of the National Multiple Sclerosis
Society, Louisiana Chapter and is
published 4 times a year.
4613 Fairfield St.,
Metairie, LA, 70006
phone 1-800-346-7323
or 504-832-4013.
Nationwide MS Hotline:
1-800-344-4867
NMSS website:
http://nationalMSsociety.org
The National Multiple
Sclerosis Society does not
endorse products, services, or
manufacturers. Such names
appear here solely because
they are considered valuable
information. The National MS
Society assumes no liability
for the use of contents of any
product or service mentioned.
Information provided by
the Society is based upon
professional advice, published,
experience and expert opinion.
Information provided in response
to questions does not constitute
therapeutic recommendations or
prescriptions. The National MS Society
recommends that all questions and
information be discussed with a
personal physician. The National MS
Society is dedicated to ending the
devastating effects of MS.
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put to use and will report those to you
in future newsletters and meetings.
We have exciting events and programs
in the near future that we hope you can
be a part of. Due to the great success
of the Renaissance Festival last year we
are excited for its return. It will be held
December 7, 2007 from 7pm-midnight
at the Renaissance Arts Hotel in New
Orleans. We are also happy to announce
the return of the MS Getaway. This year
the theme is “Holiday Escape to Wellness”
and will be December 14-16, 2007 at the
Wesley Center near Alexandria, LA.
I am also happy to announce the growth
of our “family” here at our Chapter office.
We have added two people to our staff,
Brenda Brown who is our new Program
Coordinator and Jessica Tuite who is our
new Development Associate. They have
both come to us with great experience
and are ready to hit the ground running.
During this time of thanks all of us here at
the Louisiana Chapter would like to give
all of our volunteers, Board Members, and
those that participate in our events and
programs a huge THANK YOU. Without
you what we do here in our office would
not be possible. So on behalf of the MS
Society and those in our state living each
day with MS we cannot express how
grateful we are for all that you do.

F

inally Fall! I know we
all look forward to a
break from the heat.
Here are some “cool”
opportunities to get involved.

The National MS Society and
the Louisiana Chapter have many programs
and events planned for the new year. Keep
watch on your mail for program invitations
in your area. We’ve just completed a hot
summer of programs including the North
American Education Program, The Clues to
Epidemiology and Getting There: Staying
Mobile with MS. This two part research
and symptom management program
took place in Monroe and Lake Charles.
We’ve kicked off the new NAEP program,
Nervous System Repair and Protection
and Hold That Thought – Cognition and
MS at Annual Meeting November 10th
2007 in Metairie and will offer this program
in other areas of the state during 2008.
Teleconferences in collaboration with the
Gulf State Chapters will take place again
this year. Be on the look out for your
teleconference invitations on various
topics as planned. Various mini education
programs will be planned during our
support group meeting times around
the state. Newly Diagnosed Programs
will be offered as well in Mandeville and
Lafayette. Notices are mailed to those
areas, emailed and on our website as
planned.
Our first social program “MS Movie Nite”
was a huge success! We offered this
social program at numerous accessible
theatres around the state. This was a great
opportunity to meet and greet with other
members in your area and enjoy a fun
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night out. Big “THANKS” to our Self Help
Group Leaders who served as our Movie
Nite Captains in each of the ten areas
across the state. Our SHG Leaders are truly
the backbone of our support system. We
are grateful for all you do in support of the
Louisiana Chapter and our members.
MS GetAway is back! Yes, it’s true….as
promised… its back. This year’s theme,
Holiday Escape to Wellness. By now,
everyone should have received brochure
2007, Issue 3 – Published 4 times per year: Quarterly.
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and registration information. We are looking
forward to a fun weekend of wellness
activities, inspiration, education, caregiver
support, art workshops, team game activities
and exercise. Check out our website for
more information. Call us should you want
more information. Space is limited.
Bayou MS Foundation Health Fair will be
scheduled in Spring 2008. Keep watch for
details as planned. As mentioned in Spring
2007 issue, this year’s fair was a huge success
with 270 people in attendance. We hope to
see you all again in 2008. Once again, we are
grateful to the Bayou MS Foundation for the
generous restricted donation of $15,000.00
to support our Direct Client Services
Financial Assistance program and another
$2,500.00 in support of our MS WALK. We
appreciate the continued support and look
forward to working together again this year
in planning the 2008 Bayou MS Health Fair.
Employment and
SSDI Assistance
The Louisiana Chapter will offer again this
year a Client Assistance Day Program. This
program will enable numerous members the
opportunity for ‘one on one’ free professional
assistance with Employment and/or SSDI
application assistance. Target areas in FY 08
will be Baton Rouge and Ruston. Keep your
eyes on the mail, email and website.
October was Disability Awareness
Month. Together with LBLN and LaMPP,
we participated in the Louisiana Job
Fairs for Persons with disAbilities in
numerous areas of the state. All dates
took place in October.
The Louisiana Job Fair – Metairie location
was Co-chaired this year by Ali Usey with
LRS and myself. This was a collaborative job
fair and was sponsored in part by: Louisiana
Rehabilitation Services, LBLN, JOB1 Business
4
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& Career Solutions, National MS Society,
Louisiana Chapter, Medicaid Purchase
Plan for workers with disabilities, Families
Helping Families, The Advocacy Center,
Goodwill Industries and the Jefferson
Chamber of Commerce. We appreciate
the 350 participants, 262 job seekers and
the 24 businesses that came out in the
rain to take part in this fantastic event.
Good luck to all job seekers! Thank you for
participating and sharing your Abilities
with community businesses.
Self Help Support
Groups Reminders!
Self-help groups in the National MS Society
bring people together who share a common
life experience (living with MS) for support,
education, and mutual aid. They share a
belief that positive personal change can
happen through individual effort with
the support of others. At the National MS
Society, we understand the shock of being
diagnosed and the challenges of living
with MS. Whether you were diagnosed
yesterday or 20 years ago, our self-help
groups and programs can help your family
members, friends, employers, and colleagues
understand MS. Our Self Help Group Leaders
are well trained and ready to connect. As
always, our support group listings are in the
back of each issue of this newsletter. For
more information contact our Chapter at 1800-346-7323, Option 1.
Wellness Programs Reminders!
The NMSS MS Aquatics program Metairie takes place at East Jefferson
Wellness Center every Tuesday and
Thursday from 1:00pm – 1:45pm. Space
available for new participants. $3.00 per
class. (This will be adjusted in FY08 as
we are pleased to announce the receipt
of a $2,500.00 restricted grant for this
program by the Eugenie & Joseph Jones
Family Foundation.)
continued on following page

New YOGA in Chairs program in Metairie!
We are working in collaboration with the
Multiple Sclerosis Foundation to offer this
new eight week program. Contact our office
for additional information or to register for
upcoming sessions.
Good news for the Northshore! Star
Fitness Center located in Covington is
gracious enough to allow our members to
participate in an MS specific exercise class
with out being members of the facility. The
class lasts one hour a week focusing on
basic stretching and light YOGA. This class is
instructed by a Physical Therapist and cost
$5.00 per class to participate. Additionally,
those who have Choice 65 Insurance
coverage can workout on their own at the
facility at no out of pocket cost.
We are actively seeking other grant funding
opportunities for Aquatics and Exercise
programs statewide.
The NMSS MS Aquatics program - Lafayette
takes place at Our Lady of Lourdes Fitness
Center every Wednesday from 6:00pm
– 6:45pm. $3.13 per class. For more
information or to register contact me at
crystal.smith@nmss.org or 1-800-346-7323.
Additionally, there is an MS Chair YOGA class
offered at Our Lady of Lourdes Fitness Center
every Monday and Wednesday from 5:30pm
– 6:15pm. $1.00 per class.
The NMSS Aquatics/Exercise program
- Lake Charles takes place monthly at
Dynamic Dimensions – East in Sulphur.
$30.00 per month. For more information
contact Robert Kingham, Director at 337527-5459.
MS Chair Areobics - Baton Rouge facilitated
by NMSS Support Group Co-leader Donna
Hildebrandt. Chair Aerobics has been

incorporated on occasions with the Baton
Rouge Self Help Support Group meetings.
Become an MS Activist!
We want you to JOIN THE MOVEMENT!
We have an enthusiastic new group of
Government Relations Committee (GRC)
volunteers who hit the streets meeting their
district legislators this year to discuss MS and
important issues. This is the start of many
great opportunities to build new relationships
in our communities and build a stronger
MS Awareness across Louisiana. Anyone
interested in joining the movement to become
an MS Activist and want to participate in GRC
activities, contact me at crystal.smith@nmss.
org or call 1-800-346-7323. The time is now
to help make a difference. Together, we can
achieve a world free of MS!
Emails..We Want You!
For those of you with internet access…if you
have not yet done so, visit our website at www.
mslouisiana.org to get registered with our
Chapter. We need your email address. “Snail
Mail” is overrated and unreliable. So get your
email addresses registered today!
Usual Reminder...
The NMSS Information and Resource Center
(IRC) is a tremendous support to the Louisiana
Chapter. I encourage everyone to continue
utilizing the remarkable information and
referral services offered by our professional
staff at the IRC. Call 1-800-346-7323, Option
1 or 1-800- FIGHT MS, Option 1.
Looking forward to seeing many of you at
programs around the state again this year.
Have a wonderful holiday season!
Crystal Smith
Director of Chapter Programs & Services

TOLL FREE NUMBER 1 800 344 4867
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Support Group
Spotlight!

O

ur Self Help Support Group
located on the West Bank
of New Orleans has been
meeting for many years.
They fondly call themselves the
“West Bank Jesters” and meet on
the first and third Fridays of each
month from 10:30am – 2:00pm at
the Gretna Community Center, 1700
Monroe St. in Gretna. The WB Jesters
meet, plan fun activities, have lunch
and support each other within the
group and at social gatherings.
This respite support group was
facilitated for many years by Deena
Manguno, whom the group loves
and maintains in contact. Post
Hurricane Katrina, the group
has transitioned to a Self Help
Support Group. The leader is Diane
Orlesh and Co-leader, Kim Maloz. I
encourage those of you in the area
to visit this inspiring group.

Welcome New
Additions to Our
Chapter Staff!

This photo was taken at the West
Bank Jesters annual summer
luncheon.
The Louisiana Chapter is pleased to
announce the newest additions to
our Chapter Staff family. Feel free to
call or stop by to say hello in person.
(from left) Jessica Tuite, Development
Associate, Brenda Brown, Program
Coordinator, and Susan McCarthy,
Administrative Assistant.
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SELF-HELP GROUPS
ALEXANDRIA
First Tuesday, 6:00 PM
HEALTHSOUTH • 104 N. 3rd St. (in cafeteria)
Bonnie Robinson, Leader
Darrel Landry, Facilitator
BATON ROUGE
Third Tuesday, 12:00 NOON
Family Road of Greater Baton Rouge
323 E. Airport (directions: 225-201-8888)
Joyce Smith, Leader
Donna Hildebrandt, Co-Leader
HOUMA
First Thursday, 7:00 PM–8:30 PM
Terrabonne General Medical Center
Outreach Center, Southland Mall
5953 Park Ave, Suite 3003
Janet Sapia, Leader (985-693-6800)
Fran LeBlanc, Co-Leader
LAKE CHARLES
Third Tuesday, 7:00 PM
West Calcasieu Cameron Hospital
701 Cypress Street
Holly Sherrod, (337-499-7303)
Dennis Thibodeaux, (337-625-2410)
Co-Leaders
LAFAYETTE
First Tuesday, 5:30 PM
St. Barnabas Episcopal Church
400 Camelia Boulevard
Dawn Abbott, Leader

MANDEVILLE
Second Tuesday, 7:00 PM
St. Timothy Methodist Church
Educational Bldg.
335 Asbury Drive, Mandeville
Susan Scott & Peggy Cartier (Co-Leaders)
METAIRIE
Third Tuesday, 7:00 PM
Highland Baptist Church
3927 Rayne Street, Janice Naquin, Leader
MONROE (day)
Last Thursday, 12:00 NOON
Glenwood Med. Mall, Community Rm.
Thomas Road
Katie Chapman, Leader
MONROE (night)
Third Tuesday of each month, 6:30pm
Apple Tree Café’
Hogan Shopping Plaza
2934 Cypress, West Monroe, LA 71291
Co-Leaders: Katie Chapman,
chap1165@suddenlink.net, (318-239-4126)
Ann Luellen,
jluellen@jam.rr.com • 318-396-7652
NEW ORLEANS
West Bank Jesters
1st and the 3rd Fridays of each month
10:30am – 2:00pm
Gretna Community Center
1700 Monroe St. Gretna, LA 70053
Diane Orlesh, Leader, 504-394-5623
Kim Maloz, Co-Leader
SHREVEPORT
First Tuesday, 6:00 PM
Willis-Knighton Hos./Steen Hall Eye
nst. 2611 Greenwood Rd.
(corner of Greenwood and Hearn Ave.)
Margaret Wilson (318-687-0602)
Debi Wactor, Co-Leader

YOUR FIRST MEETING?
Please call either the group contact or the Chapter office at (504) 832-4013 or
800-346-7323, option 1 to verify times and details.
TOLL FREE NUMBER 1 800 344 4867

7

SUPPORT MEETINGS

MONTHLY SUPPORT MEETINGS
FACILITATED GROUPS
LAFAYETTE
Last Thursday, 12 NOON–1:00 PM
MS Center Outpatient Rehab./OLOL
E.A.S.E. Center, Regional Medical Center
Judy Wallis, Leader, Becky Johnson, Leader

FUNDRAISING

2007 MS Bike Ride

M

any thanks to all
who helped to
make this year’s
MS Bike Ride one
of the best ever! Over 900
riders and 300 volunteers
joined forces on October
6th and 7th to raise money
and awareness for the fight
against multiple sclerosis.
This year’s event raised over
$400,000 to provide funding
for programs, support, and
research for those living
with the challenges of MS in
Louisiana.

We will continue to accept
donations for the Bike Ride
until December 1st. You
may donate online at www.
mslouisiana.org or mail a
check to:
National MS Society
Louisiana Chapter
4613 Fairfield Street
Metairie, LA 70006
Thank you to all of our
volunteers, sponsors, donors,
teams, riders, and more!

2007 MS Bike Ride
Sponsors:

Thank you to our 2007
Bike Teams:

• Kentwood Springs Water
• McComb Coca-cola
• UPS
• WWL TV
• Ochsner Health System
• Elmwood Fitness Center
• Louisiana Fresh Produce
• Elmers
• Penske
• Mele Printing
• East Jefferson General Hospital
• Southeastern Louisiana University
• Percy Quin State Park
• Bicycle World
• Eastbank Cyclery
• Le Jouet
• Bike Guys
• Bike Zone
• And many, many more!

• Team UPS
• Motiva High Octane
• Touro Synagogue
• Shell
• Essayons
• Team Agape
• Dan-Gulf
• Capital One
• Top This!
• Team Broken Spoke
• Team Dow - Louisiana
• Team NoName
• Waters-Parkerson
• BUTTWATCHERS
• Baton Rouge Bike Club
• The Family
• Downey Engineering
• Rising Sun-Elmwood Fitness multisport
• Water Wizards
• WEDA WANNABE’s
• Goon Platoon
continued on following page
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• Road Sharks
• Individual Riders - Team General Motors
• Homochitta Wompas Cats
• Team Bovine Paceline
• Uniforms by Bayou
• Chevron
• Royal Purple
• T.G.I.F.
• Team Hank
• Those Crazy Motivating Forces
• Pink Ladies
• Team Entergy
• Road Kill
• Beastly Bikers
• LSUHSC Tigers
• Matey Shuffle
• team termite
• The Pedaling Pedestrians
• St. Alban’s
• Team 107
• Quest
• Krewe of the Rolling Elvi
• Raw Hydes
• Team Rocket
• BNI
• Spoken Fun
• Camilleyons
• Pit Stop
• Team Swirl
• west end cycling
• Riddell/Cambre
• North Oaks
• Rookie Riders
• Team Earthquake
• Murphy Oil
• Team Carrollton Technology
• Team CCC
• Big Easy Riders
• Individual Riders - Team Starbucks
• Team Coast Guard
• Team Judy

FUNDRAISING

FROM PAGE 8
• Team W.T.F.
• Bayou Country Cyclists
• Individual Riders - Team Time Warner
• Pedal Play”Just for Fun”
• Team Ship Systems
• Team Walker
• First Curtain Call - NOLA
• IMTT
• Ochsner

TOLL FREE NUMBER 1 800 344 4867
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Generous Donation from Perkin Fund
supports Financial Assistance Program

I

n support of the FY 2008 Financial
Assistance Program for the Louisiana
Chapter, the Perkin Fund has donated
$25,000. The Direct Assistance Program
exists to provide emergency financial
assistance to those in need who are living
with MS in Louisiana. In FY 2007, the
Louisiana Chapter distributed over $40,000
in emergency financial aid. This generous

grant from the Perkin Fund will allow the
chapter to continue to provide financial
support for those living with multiple
sclerosis in Louisiana and experiencing
occasional financial hardships. The FY
2008 Perkin Fund Financial Assistance
Program will help many in times of need.
Thank you to the Perkin Fund for this
munificent grant!

Lemonade Stand

I

t’s the weekend, the sun
is shining, there’s not a
cloud in the sky, what
could make the day
more perfect? How about
some ice cold lemonade?
That is exactly what the “The
Stand Against MS” did. On
the weekend of September
21-23 volunteers from
across New Orleans and the
surrounding area set up old
fashioned lemonade stands
in their front yards, at area
parks or even at church
services. The MS Society
provided the lemonade,
and they provided their
valuable time.
This type of fundraiser is a great way
for people of all ages to participate in a
volunteer activity. Many of the volunteers
made it a fun family day with their kids and
neighbors. We also had great support from
St. Mary’s Dominican High school in New
Orleans. They set up their lemonade stand
during their lunch period. In addition to
raising money by selling lemonade they
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also painted nails, and sold
hair ribbons and pins in
the new “MS orange”color.
The girls at Dominican
were very motivated and
many of them set up
their own stands in their
neighborhoods as well.
Isidore Newman in New
Orleans was another school
that helped take a “Stand
Against MS”. They set up a
lemonade stand at their high
school football game, which
was a big success. Not only
did they raise funds this was
a great opportunity to bring
awareness to the MS Society.
We plan to continue the “Stand Against MS”
and make it an annual event. Our hopes are to
see this grow and get volunteers from across
the state interested in raising funds as well as
spotlighting the MS Society by having a fun
and creative event. If you have any questions
about the “Stand Against MS” or would like to
know how you can be involved please contact
our Chapter office.

START Study:
This study is an observational study that
involves newly diagnosed MS patients. The
patients must have no prior MS treatment,
and they must have been diagnosed within
the last 12 months. The study personnel
at LSUHSC Shreveport will work with
insurance or other assistance programs to
provide open-label Betaseron to qualified
participants. This study is currently enrolling.

both new MS patients and MS patients
who are not doing well on their current
form of treatment. The studies compare an
investigational drug called alemtuzumab
to Rebif which is an approved MS therapy.
Alemtuzumab is approved and sold
under the brand names Campath and
MabCampath to treat some types of
leukemia but it is now being investigated as
an MS therapy. Alemtuzumab is administered
for five days by IV infusion at the beginning
of the study, then the study participant is
followed closely for a year when three more
days of IV drug are administered. Rebif is
a three-times-a-week self-administered
subcutaneous injection. This study should be
activated in January 2008.

A Poem of Reflection…

CONFIRM Study:
This study involves a
new oral medication to
treat Multiple Sclerosis.
Patients will be randomly
divided into four groups:
Low and high doses of
the investigational drug,
open-label Copaxone,
and placebo. Participants
must have has at least one
MS relapse in the prior 12
months. This study should
become active at LSUHSC
Shreveport in December
2007.
CAMMS Study:
This study actually has
two arms and is for

The Visit
She shelled peas on the hollowed porch
while rituals of praying ladies stood before her
as the memories of Katrina’s sorrows flooded her senses.
The painted circle of worshipers lay down
but, her spirit was not accustomed to the quiet;
so she looked for Jesus in their faces and
found salvation instead in the furious ghosts
who visited on a peaceful cloud of rainbows.
Although angels came to visit in their songs
and stages of life’s seasons, she wept like willows
caressed with thorny rosebuds near the opulent
banks in her imagination.
But an indwelling spirit of peace planted a fresh
bouquet of new mercies which moved her pain
into the reality of hope and liberation.
TOLL FREE NUMBER 1 800 344 4867
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ROBUST Study:
This is a one-year observational study
measuring the quality of life for MS patients
on open-label Betaseron. To be eligible the
study subject should not have been on
Betaseron or in any other MS-related studies
LSUHSC – NEW ORLEANS will be
in the three months prior to the study. The
conducting MS Studies beginning Spring
participants will be required to fill out online
2008. Stay tuned for more information.
questionnaires regularly
throughout the study
duration. This study
should be activated in
November 2007.
by Sharon Richard, Metairie, LA

MS STUDIES

Louisiana Research
Opportunities

LIVING WITH MS

A Story of Inspiration…
by Crystal Smith,
Director of Programs and Services

O

ver the summer our staff and a
few members and volunteers
had the pleasure of meeting
Playwright Catherine Filloux
from New York. Catherine contacted us
as she was visiting our city to showcase
her play The Breach at the Southern Rep
Theatre in New Orleans. The Breach is a
play about Hurricane Katrina, the Gulf,
and our Nation.
Catherine was a pleasure to meet and
talk to, and very excited to share her
passion for being one of the three
playwrights of this play.
Catherine shared with us in her words,
“My husband, who is an actor, has
multiple sclerosis, and together we’ve
fought the disease for more than twenty
years. ….I have written a lot about
trauma. Back when I met Cambodian
survivors I became a witness to their
stories and their survival. Just as our
concern with the Katrina catastrophe
being “disposable news” was my concern
when I watched Rwanda and Bosnia,
and saw that genocides were disposal
and people would forget Cambodia. I’ve
been a writer and activist in that regard
ever since. My plays have been done in
the U.S. and around the world.
Playwright Joe Sutton approached
me about writing The Breach and we
then partnered with playwright Tarell
McCraney. We have each written one
story line in the play. Mine is about Mac,
a bartender who has MS. I’m interested
in survivors in the grand human scale.
The discrimination against handicapped
12 JOIN THE MOVEMENT: nationalMSsociety.org

people in this country is rampant and I
wanted to portray a man who fights to
survive. Humor has been a large part of
my life.
My husband John is very funny, and
humor is part of surviving. Life in this
country for those who are challenged,
with a disability, poverty, discrimination,
is especially unjust. We do not honor
our citizens by empowering them in the
medical system, for example. And yet
Man is surprising, as Mac says. And Man
can survive and make his environment
better…”
On behalf of the National MS Society,
Louisiana Chapter, we thank you
Catherine for sharing your time, talents
and passion with us.

GAMES

This Card’s for You!
1. ANNIVERSARY
2. ANNOUNCEMENT

T N E M E C N U O N N A U Q

3. APOLOGY

H O L I

4. CHRISTMAS

A N O M N Z B S I N T O Y Q

5. COMMUNION

N G R A D U A T

6. EASTER

K H B Y B A A V S I E

7. ENGAGEMENT

S F O M T T E Y H N M G A A

8. GOODBYE

G X D U I R M I C U E

9. GRADUATION

I M H V S P A H N M G T T T

10. HALLOWEEN

V I N A A E R P Z M A P B E

11. HOLIDAY
12. HOUSEWARMING
13. INVITATION
14. NEW JOB
15. NEWYEAR
16. NOTE

D A Y N M O N P 0 S

I O N L K H
O N E

Y H S

I I R T L I W O S O G C O R
N Y H L S L N A M C N L
G Y J T Z O O E R O E

T A

F R E

H F M L T J O W W M T A R Y
V A L E N T I N E J

I

I Y W

17. PARTY

S C Q G O O D B Y E O N O E

18. PROMOTION

D Q A V A C A T I O N B G N

19. SYMPATHY
20. THANKSGIVING

WORD-FIND COLLECTION Vol, I

21. THANK YOU
22. VACATION
23. VALENTINE

TOLL FREE NUMBER 1 800 344 4867
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SCHOLARSHIPS

National MS Society Scholarship Program

C

ongratulations to our 2007 Scholarship Recipients! 332 students recieved
awards of $1,000 to $3,000 each. The National MS Society Presidential
Scholar, the National MS Society Mike Dugan Scholar, and the Stitzer Family
Memorial Scholar recipients were awarded $10,500 over four academic years.

National MS Society Scholarship Program: Louisiana
Courtney Clardy
Mother with MS
Courtney would like to attend college and take classes in photography
in order to do studio portraits and landscape photography. She credits
her mom with giving her the support and protection she needed
growing up. She hopes she will be as compassionate and loving a
person as her mom.

Christopher Dickson “Mr. Fix-It”
Mother with MS, Father with brain tumor
3.4 GPA
This young man’s enterprising nature resulted in the formation of his
own business, complete with two employees. He is known as someone
who can fix anything from broken water lines to installing sprinkler
systems to major landscaping. Needless to say, his company was in
demand after Hurricane Rita devastated his community. Christopher
has chosen to pursue a career in the medical field based on his personal
experiences with both his parents’ chronic illnesses.

Haley Higgins “Faith and Hope”
Mother with MS and Lupus
3.1 GPA
Haley is proud of her mom who is a single parent raising three children by herself.
She says she has garnered hope and faith in herself as a result of her mom’s unfailing
strength and perseverance. She would like to study political science and criminology
in undergraduate school as a preparation for law school.
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Denielle will study nursing as a direct result of watching her dad overcome
many of life’s obstacles. A former athlete, her dad continued to run even
after his diagnosis. He had to give up the job he loved, yet, through it all, he
remained positive and demonstrated strength and determination to go on
with his life. Denielle hopes she inherited these strong traits.
Michael Riess, “Aftermath of Katrina”
Father with MS
3.8 GPA, Top 5% of Class
Scholar and athlete, Michael managed to stay on top of his school work
despite the fact that Hurricane Katrina demolished his home. His dad
evacuated the family to Florida and began to drive back and forth to begin
the clean-up and renovation process. Michael also helped in the clean-up
of his Parish after the storm. He credits his dad with most of the work which
was made doubly hard because of his MS condition. Michael hopes that his
life will be marked “by the lessons on character and work ethic my dad has
bestowed upon me.”
Casey Smith, “Years of Volunteer Service”
Mother with MS, 3.4 GPA
Casey and her family were forced to temporarily relocate during
Hurricane Katrina and Casey went to three different schools. She
managed, however, to continue to excel in and out of school. She has
been a major volunteer for the MS Society even before her mom worked
there. She volunteers for the MS 150 Bike Tour and has more than enough
service hours to complete her senior project on MS. She says she has
learned there is life after MS and that helping others is the reason she will
study to be a physical therapist.
Jimmy Tarbell, “Heads Above Water”
Father with MS
3.5 GPA, High SAT Scores
Top 10% of Class
After learning he had MS, Jimmy’s father lost his job and the medical
benefits used to pay for the high cost of MS medication. He soon found
another job but not before the family had to deal with mounting medical
bills. Jimmy is an excellent student and plans for a successful future.

TOLL FREE NUMBER 1 800 344 4867
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Denielle Louviere, “Her Inspiration”
Father with MS
3.6 GPA, Top 10% of Class

NEWLY DIAGNOSED

What is CIS?

A

person diagnosed with CIS, or
Clinically Isolated Syndrome,
typically has experienced a single
neurological symptom, such as
partial vision loss, vertigo, double vision,
or weakness. The symptom lasts at least 24
hours and may even continue for weeks, but
then goes away, often without treatment.
“[CIS] typically occurs out of the
blue in an otherwise healthy
person,” said J. Theodore Phillips,
MD, PhD, director of the MS
Center at Texas Neurology
in Dallas. “It appears to be
occurring in an isolated fashion.”
To be diagnosed with CIS, all
other explanations for the
symptom have to be ruled out.

Is CIS an early sign of MS?
The big question with CIS is whether it
indicates early development of MS. The
second question is whether early intervention can help slow down that development.
In three large clinical trials, early treatment
appeared to delay a second episode. The
results were so positive, the FDA extended
the labeling of Avonex and Betaseron to
include people who have had just one
clinical episode if they have multiple MRIdetected lesions consistent with MS.

Is early intervention necessary?
“If started early in the appropriate person,
these medications can be important in
slowing down the progression into classic
MS,” Dr. Phillips said. “But who is the
appropriate person? Do I know that this
single event will evolve into MS?” Disease16 JOIN THE MOVEMENT: nationalMSsociety.org

modifying drugs are expensive, inconvenient, and do not cure MS, he pointed out.

MRI evidence makes the case
Long-term studies show that what a
person’s MRI looked like at the time of a
CIS largely indicated whether they went on
to develop MS.
“If the MRI is completely normal with the
exception of abnormality associated with
the CIS, then that person has a relatively low
risk of MS even 15 years out,” said Dr. Phillips.
“But if there are multiple lesions consistent
with MS, that person has a pretty high risk.”
When that’s the case, many neurologists
recommend early intervention with a
disease-modifying drug. Insurance coverage
for Avonex or Betaseron shouldn’t be a
problem, since the FDA now includes CIS as
an indication for both drugs.

Medicare Part D 2008

T

he annual enrollment period for
Medicare’s Part D prescription drug
plans is November 15 to December
31, 2007. With a few exceptions,
beneficiaries can only join or change plans in
this period.

his year the National MS Society
Scholarship Program has awarded
332 scholarships to college-bound
high school students and graduates.
The program has grown exponentially since
it was launched five years ago in 2003.
Three four-year scholarships of $10,500 each
were awarded to the Society’s
Presidential Scholar, Christina
Fitzsimmons (top photo);
the Mike Dugan Scholar,
Andrew Carpenter (bottom
photo) ; and the Stitzer Family
Memorial Scholar, Natasha
Spedalle. The complete list
of recipients, with excerpts
from their personal essays, is available at
nationalmssociety.org/scholarship.

Eligibility for 2008
High school seniors or
graduates who have MS or a
parent with MS and who will
be attending an accredited
post secondary school for the
first time next fall are eligible.
Applications and information can be
downloaded at nationalmssociety.
org/scholarship. Or call us at 1-800-3444867 to receive a copy by mail. Completed
applications are due January 15, 2008.
For help with filling out the form, contact
Scholarship America, a non-profit organization that receives and screens the applications, at 1-800-537-4180, extension 471.

NEWS

2007 Scholarship
Program biggest yet

Sign-Up or Switch

T

∫ Don’t assume that your current plan will

continue covering the same drugs at the
same cost in 2008. There may be another
plan that better suits your needs.
∫ If you already have a Part D drug plan,

you should receive a notice by October
31 listing any changes in coverage or
costs for 2008.
∫ Compare this new plan with others

offered for 2008. Are there higher
premiums, deductibles, or co-payments?
Has coverage during the donut-hole
period changed? Most importantly, does
the plan cover all your medications? If
you have questions, contact your plan.
∫ If you want to stay with your plan, do

nothing.
∫ If you are signing up for the first time or

want to switch, find out what’s available
in your area and compare plans by using
the Medicare Prescription Drug Plan
Finder at www.medicare.gov. Or call
Medicare at 800-633-4227.
∫ For more help with choosing a plan, use

the link www.shiptalk.org to find your
State Health Insurance Program, or SHIP.
For assistance, call us at 1-800-344-4867 or
go to nationalmssociety.org/Medicare.
TOLL FREE NUMBER 1 800 344 4867
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MS Caucus gains power
This summer the Society announced the new Congressional Multiple
Sclerosis Caucus in the U.S. House of Representatives. This Caucus is
the first of its kind, and provides the MS movement with champions in
Congress to support MS issues. Congressmen Russ Carnahan (D, Missouri)
and Michael Burgess (R, Texas) are co-chairing. As of late September, 38
members have joined. (For the current list, visit msactivist.blogspot.com.)

Congressman Russ Carnahan

Keep the momentum building
The MS Caucus gives the movement to end MS an effective presence on
Capitol Hill. If your U.S. Representative has not yet signed on, encourage
him or her to do so. Go to nationalmssociety.org/advocacy, click on
Announcing New Congressional MS Caucus, and enter your ZIP Code.

Congressman Michael Burgess

The push for new MS research funding

F

or the past year, the Society and
thousands of MS activists have been
aggressively pursuing a new avenue
of federal funding for MS research:
Legislation that would designate $15 million
for MS research through the Congressionally
Directed Medical Research Programs
(CDMRP) at the Department of Defense.
Unfortunately, the bill that passed in the
House on August 5, 2007, did not include
funding for MS research. But MS activists did
not give up. In late September, Congressman
John Murtha (D, Pennsylvania) finally agreed
to fight for at least $10 million for MS research
during the conference committee, which
came after the Senate voted on the bill.
When the Senate Defense Appropriations
Subcommittee approved their FY 2008
spending in mid-September, the bill
included language to support MS research.
Even though it was not in the program we
requested, it will provide a new avenue for
funding. We will continue pursuing CDMRP.
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About the funds
The CDMRP provides funding for research
through the Department of Defense as
directed by members of Congress. Activists
believe that MS research would be an
appropriate target of these funds: A study
published in 2004 identified more than
5,000 cases of MS among veterans that were
deemed “service-connected.”
In late 2006, the Society began a nationwide
petition drive urging Congress to support
funding for MS research through the CDMRP.
The petition garnered more than 100,000
signatures.
In March 2007, MS activists who attended
the annual MS Public Policy Conference in
Washington, DC, brought the issue to Capitol
Hill in person.
What’s next
For the latest, go to msactivist.blogspot.com,
and to learn how to help, join the movement
at nationalmssociety.org/advocacy.

M

S is not a single-gene disorder.
Researchers have already
concluded that the disease
involves many genes interacting
with some environmental trigger or triggers.
Locating the specific genes that are
associated with a higher risk for MS can
tell scientists more about how the disease
works—and may lead to new therapies.
For more than a decade, the National MS
Society has taken the lead, aggressively
funding MS
genetics research.
It helped launch
the International
Multiple Sclerosis
Genetics Consortium (IMSGC), a
collaborative group
of researchers
with expertise in
genetics, database
design, and
immunology who pool the large amounts of
data needed for genetics studies.

New findings
This year, the IMSGC completed the largest
genome scan for MS to date. Using a DNA
chip that maps 500,000 individual genetic
locations they found two genetic variations
strongly associated with MS.
The variations were found in the genes
for interleukin-2 receptor-alpha and
interleukin-7 receptor-alpha, both of
which control cytokines—the messenger

proteins that regulate immune cells.
Interleukin-2 and -7 have been associated
with T cells that have the power to turn off
an immune attack. Research has shown
that interleukin-2 is involved in other autoimmune diseases, including type 1 diabetes.
The IMSGC published these findings in an
early online edition of The New England
Journal of Medicine (July 29, 2007). The
study was jointly funded by the Society and
Harvard University. All of the data from the
gene scan is being made publicly available
to aid future research.

Two studies confirm findings
Two papers published online in Nature
Genetics on July 29 reported similar
findings associating interleukin-7 with MS.
In the first, an international group of collaborators funded in part by the Society
explored three genes that had earlier been
associated with MS. The group was able to
confirm an association with the gene for
interleukin-7.
The second paper—by collaborators in
Sweden, Denmark, Finland, and Norway—
followed up an earlier study and also
identified interleukin-7.

The road ahead
The findings of all three studies suggest
possible new targets for better MS therapies.
One therapy is already being tested.
The monoclonal antibody “daclizumab”
(PDL BioPharma and Biogen Idec) targets
interleukin-2 receptor-alpha.
TOLL FREE NUMBER 1 800 344 4867
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Society-funded researchers discover
two new “MS risk” genes

MONEY MATTERS

Some plain talk about
life insurance
Kim Calder, MPS

C

an a person with MS purchase life insurance?
This is one of many insurance-related questions
that may arise after a diagnosis of MS. The facts
provide a somewhat mixed outlook for those who
hope to include life insurance in their personal financial plans.

A survey of Society members living with MS conducted last
year revealed that nearly 70% have a life insurance policy,
although most of them obtained it prior to diagnosis. Slightly
more than half of those who tried to get life insurance for the
first time after diagnosis were turned down. But among those
who obtained it after diagnosis, 70.1% reported no difficulty
in purchasing it. About 16% reported being charged a higher
rate because of MS and 20% said their coverage was limited due to their disease. (It is
not known if the applicants who were turned down were different from those who were
accepted. Were they older, for example, or more severely disabled? )
Risk is a complicated concept, because it
relies on averages. A few people with MS
who develop very progressive disease die
prematurely of its complications (such as
respiratory infections, for example). Thus
overall life expectancy in MS is considered to
be 95% of normal. Insurance companies give
their best policy terms to the “best bets”—to
people who are in perfect health. But that
doesn’t mean a person with MS can’t obtain a
policy, as our research showed. Here are some
general tips for shopping for life insurance:
∫ Maximize your opportunities to obtain

life insurance through your own or your
spouse’s employer. (Your spouse should do
the same!)
∫ An insurance broker could save you a lot of

time and frustration. Call an MS Navigator
at our chapter to help you find one.
∫ Apply for life insurance as early in your
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disease process as possible, before MS has
a chance to impair your functioning any
further.
∫ Never try to hide your diagnosis from an

insurance company or a broker working
on your behalf. Failure to disclose any
requested information is fraud, which
could bring very severe (even criminal)
penalties.
∫ If you are not satisfied with the offers you

receive, keep searching.
If you are ultimately unable to purchase
the life insurance coverage you are looking
for, a good financial planner may be able to
suggest other strategies to help you reach
your financial goals and provide protection
for your future. Ask your MS Navigator to help
you identify a financial planner with whom
you can review all the issues.

L

ast year Jeanne Clem of Kentucky
wrote the national office: “What I
want for Christmas is to hear from
everyday heroes who deserve to be
heard. You hear celebrities’ stories on the
news. But you don’t hear, “Two years ago
today, Jeanne Clem was diagnosed with
multiple sclerosis and her employment
along with bits of her life were terminated
—but here she is now, celebrating small
victories!“
To accommodate this universal need, the
Society created theFaceofMS.org in March
2006. People have been posting stories there
ever since. Here are two of them.

Tom Young, Ohio
About 10 years or so ago,
I was diagnosed with
“probable” MS. Later the
diagnosis became more
definite….
My family MD said, “expect interesting
symptoms.” He was certainly right about
that. Some of the interesting symptoms
included a sensation of flashing lights when
I was in total darkness. Of course the less
interesting symptoms bother me the most.
The real bummer is that I have almost no
sense of balance. I can only remain upright if
I can see a horizon.
The progression of the disease has been
very slow because I’ve been taking a very
expensive drug. I’m still working. I did,
however, give up flying airplanes. If my
sense of balance ever comes back the first
thing I’m going to try to get is the required
medical certificate and fly an airplane again.

Michele Mogck,
Montana
I was diagnosed six years
ago, shortly after the birth
of my beautiful daughter.
People look at me strangely
when I tell them that I feel
MS is probably one of the best things that
has ever happened to me. I have always
been very driven—focused—never letting
anything stand in my way. I was so focused, I
was never, really, in the present.
I’ve learned not to take things for granted—
and to be thankful for everything that I
do have. I shudder to think that had it not
been for my MS, how quickly life would
have passed without me taking the time to
cherish, love, and just enjoy.
Visit FaceofMS.org for many many more
stories—and to add (or update) your own!

TAMING WORK STRESS
Take a short break right at your
desk. Mute the phone and the computer. Take off your glasses if you
wear them. To help slow down your
mind, inhale while thinking the
word “peace,” then exhale to the
word “tension.” Even five minutes
of quiet breathing can bring some
relief.
For more ideas, visit our brochure
Taming Stress at nationalmssociety.
org/TamingStress. Or call us for a
printed copy.

TOLL FREE NUMBER 1 800 344 4867
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Everyday heroes

LIVING WITH MS

Listen up!

T

browsers (e.g., Internet Explorer, Safari, etc.)
will have the appropriate player already
installed. If yours does not, you will be
prompted to download it at no cost.

I’ve never used a sound file before!

You can also download the audio file to your
computer by placing your cursor on the
link and clicking the right-hand side of your
mouse (right click). (Mac users, hold down the
Apple key, then click.) Choose “Save Target As
…” and then choose where on your
computer you want to save the
file. You should be able to choose
“Desktop,” for example.

he National MS Society’s Web site
features a number of sound files,
including podcasts and archived
webcasts, offering easy listening at
your convenience. And beginning December
2007, an audio version of the national
magazine, Momentum (formerly InsideMS),
will also be available.

Actually, you probably have. A
sound file is simply any electronic
file that contains digital information
to reproduce sound. CDs use very
large sound files, using something
called PCM coding.
Because of their large size they
aren’t used much on the Internet.
Instead, files on the Web are
usually in the MP3 format

What does that mean to me?
The MP3 is compressed, eliminating portions of the audio file that are essentially
unnecessary. That means you can download
them relatively quickly. The Society’s podcasts, archived webcasts, and the new audio
version of Momentum are saved as MP3 files.

How do I listen to an MP3 file?
Let’s try one of the Society’s podcasts as an
example. First, go to nationalmssociety.
org/podcasts and find a podcast that
interests you.
To listen to it immediately, just click on the
link as you normally would and the file will
play automatically in your browser. Most
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Depending on whether you have
a modem (telephone line) or
broadband Internet connection,
this will take a few seconds or
a minute or so. Once the file is
downloaded, you can select “open”
and the file will begin to play right
on your computer.
If you would
like to listen on
your portable
MP3 player,
such as an iPod,
simply move
the file to the
subdirectory
where you
keep your
song files, then
import the file
into your MP3
management
software, such as
iTunes or Zune.

For more help
Apple Computers
www.apple.com/itunes
Yahoo Podcasts
podcasts.yahoo.com
Zune
www.zune.net
About.com
mp3.about.com

Now is the time to maximize 2007 income
tax deductions by making donations to nonprofit organizations, including the National
MS Society. The Society encourages you to
give prudently, joyfully, and generously.

∫

Charitable gift annuities provide you with
guaranteed payments for your life as well
as current tax benefits. Our gift annuity
administrator can assist you and your
advisor with confidential personalized
illustrations and printed material.

Here are a few tips to help you make the
most of your year-end giving:
∫
∫

Get advice
Before making any significant gift to the
Society, have your CPA, attorney, or other
advisor determine the impact on your
income tax return and estate. If facing a
large tax bill this year, you may want to
create a larger charitable tax deduction
for yourself. Calculate your income. You
must make gifts before December 31.

∫

Give early
Gifts of non-cash assets (IRA transfers,
stock, real estate, etc.) or life-income gifts
(gift annuities, trust arrangements, etc.)
may take a little time to arrange. Your
professional advisor and the Society’s Gift
Planning Office will appreciate helping
you avoid the end of year rush with early
gift activity.

Consider a charitable gift annuity

Transfer IRA tax free
Those over the age of 70-½ qualify under
the Pension Protection Act to donate
up to $100,000 in 2007 from an IRA
to charity. These gifts are tax-free and
may help you meet your required IRA
distribution levels. Simply direct your
fund administrator to transfer a portion
of your IRA on or before December 31,
2007, directly to the MS Society.

For more information about the year-end
giving opportunities at the National MS
Society, contact our Gift Planning Team
toll-free at 1-800-923-7727 or read more
about making a special gift by going to
nationalmssociety.org/donate and clicking
on Planned Giving. You can also contact
your local chapter at 1-800-344-4867.
—From the National Gift Planning Team

∫

Review your stocks
Look at appreciated stocks you have
held for more than a year. It may be
prudent for you to make a year-end
gift using appreciated stocks—you will
avoid capital gains taxes in the process.
By giving the stock to the Society and
allowing us to sell it, you may also receive
a charitable deduction for the full value
of the stock.

TAMING HOLIDAY STRESS
Think about past holidays and
choose two or three of your most
cherished rituals. Cast off others
that are just habit or obligation.
That way you won’t burn out trying
to do everything.

TOLL FREE NUMBER 1 800 344 4867
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WAYS TO GIVE

Make a Gift Before Year’s End
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