Gen_0904_01-12.qxp:Layout 1

12/14/09

5:06 PM

Page 1

Generations
IAL
C
SPE
ON
I
T
I
ED

The Official Publication of the National Ataxia Foundation
Volume 37, Number 4
Winter 2009-10

The National Ataxia Foundation

53rd Annual Membership Meeting

“Winds of Progress”
Chicago, Illinois – March 12-14, 2010
By Lori Shogren, National Ataxia Foundation Special Projects Coordinator
The National Ataxia Foundation Board of
Directors and the National Ataxia Foundation
Chicago Area Ataxia Support Groups (CAASG)
would like to invite you to the 53rd Annual
Membership Meeting. Please join us at the Hyatt
Regency O’Hare Hotel in Rosemont, IL – a
northwestern suburb of Chicago – to learn,
share, network, have fun, and enjoy the sites.
The 2010 NAF Annual Membership Meeting
will bring together NAF members and their families to meet and learn from world leading ataxia
researchers and neurologists, but also to build
new friendships and reunite with old friends.
Whether this is your first meeting or your 53rd,
the 2010 Annual Membership Meeting will be
filled with education, celebration, sharing, and
caring!
The 2010 Annual Membership Meeting
Registration Form can be found on pages
30-31 in this issue of Generations and on our
Web site in January 2010. You may also view the
latest information available about the Annual
Membership Meeting on our Web site at
www.ataxia.org.

The Annual Membership Meeting Program
you receive at the conference will be the most
updated conference schedule. Please use your
Meeting Program for room assignments and
times. Due to unforeseen circumstances the
meeting schedule may change. We apologize in
advance if that occurs. Any changes will be
posted in the Registration room and announced
at the meeting. For that reason we encourage
attendees to plan to attend the entire meeting to
ensure that you will not miss a presentation.

Program Overview
Thursday, March 11
Leadership Meeting – 1:00 - 4:00 p.m. This
meeting is designed to provide information and
support to the National Ataxia Foundation’s
Chapter Presidents, Support Group Leaders and
Ambassadors. The meeting is a valuable resource
for volunteers who serve in these appreciated
positions. If you are a leader who is unable to
attend the meeting, please indicate one repreContinued on page 3
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Annual Membership Meeting Preview
Continued from page 1
sentative who will attend in your place. Meeting
attendees will have questions and concerns
addressed, learn from peers and professionals
and have the opportunity to meet others and
exchange tips and ideas. If you are interested in
becoming a group leader or ambassador, contact
Lori at lori@ataxia.org prior to the meeting.
Internet Group – 7:00 p.m. This is your
opportunity to meet some of those Internet
friends that you have met on the NAF chat
room, NAF Bulletin Board, Internaf, Tricks of
the Trade, Ataxia Forum, Ataxia Chat 2002,
FAPG, u_r_notalone, NAF’s Facebook Group,
and My Space NAF.
Friday, March 12
General Sessions – Friday morning will start the
General Sessions in the Ballroom. General
Sessions are large group presentations, typically
with a medical or research focus. Many of the
world’s leading ataxia researchers and clinicians,
along with other ataxia experts, will be presenting the latest research. Again, this year the
General Sessions will incorporate practical
topics in addition to the research and medical
topics. A 30-minute Question and Answer
session will follow the morning General Sessions
with a panel of the speakers that presented
during this time.
Nintendo Wii Demonstration – A demonstration of the physical therapy aspects of the
Nintendo Wii game system will be available
Friday and Saturday from 9 a.m. to 2 p.m. You
can try out the Nintendo Wii game system for
yourself and ask questions about the Nintendo
Wii system. The Nintendo Wii system is being
used in many nursing homes and individual
homes around the world by those with limited
movement abilities who want to stay active. The
demonstration is open to all ages. Persons under
the age of 12 must be accompanied by a parent or
guardian who is age18 or older. This is a demon-
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stration only. Please limit your time on the
system so that everyone interested in this product is provided the opportunity to try it.
Birds of a Feather – On Friday from 2:00 - 5:00
p.m. individuals will be able to attend small
group sessions. Groups will be divided by different types of ataxia or different roles that attendees are experiencing, i.e. caregiver, spouse, or
parent. This is a tremendous opportunity to
meet others who share a similar situation or the
same ataxia diagnosis. Previous attendees have
said these group sessions were the most valuable
segment of the Annual Membership Meeting.
Medical professionals will be circulating between
groups and available for questions. Please
indicate on your registration form which Birds
of a Feather session you will attend so we can
finalize the meeting room assignments.
Friday Night Reception – 7 p.m. Please join us
for a Chicago-Style pizza buffet reception in the
Ballroom. All registered meeting attendees are
welcome to attend. Admittance to this event and
food that is provided at this event is included
with your registration. All beverages will be
available at a cash bar.
Movie: “It’s About Living” – 9:30 p.m. A
collaborative project created by advocates of
health care and people living with chronic conditions. The film follows the daily struggles and
triumphs of five individuals living with serious
illnesses and navigating the health care system.
By giving a voice to these people’s stories, “It’s
About Living” puts a human face on chronic
illness and offers awareness, inspiration and hope
to the millions of people who live with or are
affected by illness and disability. It features Chris
Marsh, who has SCA2, and Colleen Yosick, who
has SCA1. The video is available for purchase at
http://www.caringvoices.info.
Saturday, March 13
General Sessions – General Sessions continue
all day in the Ballroom. A 30-minute Question
Continued on page 4
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Continued from page 3
and Answer session will follow the morning and
afternoon General Sessions with a panel of the
speakers that presented during those sessions.
Church Services – Catholic and Non-denominational church services will be held on Saturday
at 6:00 p.m. for those who wish to attend.
Silent Auction – The Silent Auction is a fun
way to raise funds for the continuing important
work of NAF. This long-standing NAF tradition begins on Saturday afternoon with the final
bidding ending at 7:30 p.m. Auction items range
from something that represents your state or
country, art work, sports memorabilia, theme
baskets, hand-crafted items, hotel stays and
weekend getaways. Bring an item to donate and
then have fun bidding on the items of your
choice. Good luck!
Saturday Evening Banquet – The Saturday
Evening Banquet will begin at 7:00 p.m. in the
Ballroom. Please get your tickets – which are
included in your registration fee and will be
available at the meeting – ahead of time. All
beverages will be available at a cash bar. You must
reserve seating and select an entrée choice for the
banquet in advance. The banquet will include
a plated dinner with your choice of chicken
cacciatore (which is also gluten-free), vegetarian,
vegan or kosher entrée that you select on your
conference registration form. Please verify your
entrée selection when you obtain your banquet
tickets and select your seating. Banquet tickets

Volunteers Needed
Volunteers donating their time contribute
greatly to the success of each NAF Annual
Membership Meeting.
To volunteer at the 2010 AMM, please
contact Richard Carr, Greater Chicago Area
Ataxia Support Group Leader, at (847) 2532920 or e-mail caasg@comcast.net.
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will be available outside Ballroom D. If you pick
up tickets for a group of people please know the
entrée selections for everyone in your party.

Sunday, March 14
General Sessions – Sunday morning wraps up
the 2010 Annual Membership Meeting with the
final round of General Sessions in the Grand
Ballroom followed by a Question and Answer
Session with a panel of the speakers that
presented during this time. Don’t miss these
important sessions!
Additional Information
Conference Registration – Please complete your
registration form and return it to NAF by
February 8, 2010. Registration forms are included in this issue of Generations and will be
made available on our Web site January 2010.
Please fill out the registration form completely, as
we need all the information to finalize plans.
Registration after March 1, 2010 will only be
accepted at the conference hotel. If you are
bringing an attendant, please register together on
the same registration form. Each person that is
planning on attending daily sessions, the reception, or banquet needs to register. Event entry
will not be allowed without properly registered
name tags.
Registration Fees – Being a member of the
National Ataxia Foundation has its benefits –
one being a lower registration fee for the Annual
Membership Meetings. If you are not currently
a member of the Foundation or if your membership renewal is coming soon or if you are
uncertain of your membership status, please
consider this a great opportunity to call the office
at (763) 553-0020 or go online at www.ataxia.org
to become a member or renew your membership. This will prevent unnecessary extra fees or
errors in your membership status when you
register for the Annual Membership Meeting
in January 2010. Thank you for taking time
to renew or become a member of the National
Ataxia Foundation. Your attention to this 
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detail is greatly appreciated.
Video Taping – Video taping of the NAF
Annual Membership Meeting General Sessions
is prohibited without prior written consent from
the National Ataxia Foundation.
Photo Waiver – By attending the 2010 NAF
Annual Membership Meeting you give your
consent, unless you notify us otherwise in
writing, to use your image captured during the
conference through video, photographs, or
digital imagery, to be used by the National
Ataxia Foundation in promotional materials,
publications, and Web site, and you waive any
and all rights to these images.
Fragrance Free – There are many people who
experience unpleasant to severe effects from
scented products, such as perfumes and colognes.
For the comfort of our attendees we ask that all
participants refrain from wearing perfume,
cologne and other fragrances, and use unscented
personal care products in order to promote a
fragrance-free environment.
About Chicago
“It is hopeless for the occasional visitor to try to
keep up with Chicago. She outgrows his
prophecies faster than he can make them.”
– Mark Twain, 1883
Chicago was only 46 years old when Mark
Twain wrote those words, but it had already
grown more than 100-fold, from a small trading
post at the mouth of the Chicago River into one
of the nation’s largest cities, and it wasn’t about
to stop. Over the next 20 years, it would quadruple in population, amazing the rest of the world
with its ability to repeatedly reinvent itself.
And it still hasn’t stopped. Today, Chicago has
become a global city, a thriving center of international trade and commerce, and a place where
people of every nationality come to pursue the
American dream.
Chicago looks great from every angle, whether
you’re exploring the city’s astonishing architecture during a guided tour (on foot or aboard a
Chicago River boat, lakeshore cruise or sight-
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seeing bus) or you’re enjoying the birds-eye view
from the 103rd floor of the Sears Tower Skydeck
or the 94th f loor of the Hancock Observatory.
Chicago is often called a friendly city – and
you’ll agree when you accept the city’s warm
invitation to sample such free attractions as
Lincoln Park Zoo, home to more than 1,000
mammals, reptiles, and birds. Enjoy the peaceful
gardens under glass at Garfield Park Conservatory and Lincoln Park Conservatory, or take in
one of the free performances at Navy Pier.

The city of Chicago comes alive at night. The
United States’ third-largest city will be the host
of the 2010 NAF Annual Membership Meeting.

More in depth information about the Chicago
area, to plan your trip, please visit www.choose
chicago.com, www.rosemont.com or www.easy
accesschicago.org.
About the Hotel
The Hyatt Regency O’Hare is the official
conference hotel of the 2010 Annual Membership Meeting. The Hyatt Regency O’Hare is
located near O’Hare International Airport and
30 minutes from Downtown Chicago at 9300
Bryn Mawr Avenue, Rosemont, IL 60018.
An exciting new hotel has emerged from the
classic Hyatt Regency O’Hare. Hyatt’s longtime
tradition of service and extraordinary convenience is now expertly blended with sophisticated
Continued on page 6
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Continued from page 5
new amenities and contemporary styling. As
always, guests of the Hyatt Regency O’Hare will
experience unparalleled attention from their
welcoming staff, complimentary shuttle service
to/from O’Hare, and luxurious guestrooms.
Additionally, enjoy the new, state-of-the-art
business and meeting facilities, the Stay Fit Gym,
new restaurants and Hyatt services – including
Fast Board™ and PDA Check-in – all of which
help to make your stay even more delightful.

The gleaming Hyatt Regency O’Hare Hotel
in Rosemont, IL will be the site of the 2010
National Ataxia Foundation Annual Meeting.

All guest rooms include a coffeemaker, a daily
paper, and a balcony on f loors 3-10. Furthermore, Wireless Internet access is provided
through T-Mobile at a charge of $9.99 for
24-hour access. Wireless access is available in the
guestrooms and in all the public areas. If you
already have an account with T-Mobile (WiFi)
or a Verizon wireless card access is complimentary. Please visit the Hyatt Regency O’Hare’s
website for more information at www.ohare.
hyatt.com/hyatt/hotels/index.jsp.
Self parking and valet parking are available. Self
parking overnight is $20 per night. Valet parking
is $30 per night. Self parking for day use is $17
per day. The Hyatt Regency Hotel has extended
complimentary parking for our conference
attendees for self parking overnight and day use

Winter 2009-10

visitors. NAF does not have a group rate for valet
parking. To receive the group parking rate you
will need to locate a parking box in the registration room or at the front desk where you will be
able to exchange the ticket you receive when entering the parking lot for one that will allow you
in and out access on a complimentary basis.
Guest room reservations are available for a
special group rate of $149 per night. Please be
sure to make your reservations by February 15,
2010 in order to secure the special group rate. To
book your stay online go to https://resweb.
passkey.com/Resweb.do?mode=welcome_ei_new&
eventID=779322&fromResdesk=true. If you would
prefer to make your reservations by phone,
please call 1-888-421-1442 or (847) 696-1234
and ask for the National Ataxia Foundation
Conference special rate.
To inquire about the availability of an
ADA room at the Hyatt Regency O’Hare
Hotel you MUST contact the National
Ataxia Foundation at (763) 553-0020 or
naf@ataxia.org.
If you need ADA equipment, be sure and
mention this when making your room reservation. Shower chairs, tub bars and toilet frames
will be available on a first-come, first-serve basis
by contacting the Hyatt Regency O’Hare Hotel
front Desk upon check-in.
The Hyatt Regency O’Hare is connected to
the Rosemont Skybridge. You may wish to
contact a reservations manager at the other hotels that are on the Rosemont Skybridge if an
ADA room at the Hyatt is unavailable to you.
The other hotels include Doubletree O’Hare,
Embassy Suites O’Hare, and Rosemont Hotel.
A map of the Rosemount Skybridge can be
viewed at www.rosemont.com/pdf/skybridge.jpg.
In addition to reserving a room at the hotel,
you must also register to attend the meeting. See
pages 30-31 for details.
Chicago Area Services & Resources
The following may be used as a helpful guide
for your convenience. To download or order 
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the “Easy Access Chicago Guide” visit www.easy
accesschicago.org or call 1-800-2CONNECT
(1-800-226-6632) or 1-800-406-6418 TTY.
Transportation and Getting There
NAF is not responsible for transportation to
and from the hotel. The following may be used
as a helpful guide for your convenience.
Safety Tips from the Chicago Department of
Aviation – (1) Please indication directly to your
airline at the time you make your reservation if
you may need assistance; (2) Do not take a ride
from anyone in the airport that asks you if you
need a ride.
ADA Friendly Services at O’Hare Airport –
www.flychicago.com/ohare/concessionsohare/ADAO
Hare.shtm.
ADA Friendly Services at Midway Airport –
www.f lychicago.com/midway/concessionsmidway/
ADAMidway.shtm.
Complimentary Lift Equipped Shuttle – Take
advantage of the 24-hour, complimentary shuttle service to the Chicago O’Hare International
Airport is provided by the Hyatt Regency
O’Hare, which runs every 15 minutes. Follow
the red Shuttle signs at the airport to the designated pick-up area, O’Hare Bus / Shuttle Center
Door One. International travelers must use the
courtesy phone inside the terminal. Shuttle buses
are blue with white signage that reads Hyatt
Regency O’Hare. For pick-up between 12:00
midnight and 4:00 a.m., guests must call the
hotel directly at (847) 696-1234.
Omega Airport Shuttle – Take this shuttle
from Midway Airport, where you can pick up
the hotel shuttle. Shuttles leave Chicago Midway Airport every hour between 7 a.m. and
10 p.m. Travelers are picked up at door M1 at
Chicago Midway Airport. Cost is $16.00 per
person. Telephone: (773) 483-6634.
Taxis – From: O’Hare Airport: Service is
available on a first come, first serve basis from
the lower level curb of all terminals. All taxis are
metered. Approximate cost O’Hare to Hyatt
Regency is $10 to $12.
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• From Midway Airport: Service is available
on a first come, first serve basis outside of the
baggage claim area. All taxis are metered, except
for f lat fare into downtown Chicago. Approximate cost Midway to Hyatt Regency is $65.
• To/From Hotel & Downtown Chicago: Are
available to reserve at the hotel concierge desk. A
one way trip is 20-30 minutes at an estimated
cost of $20 to $30 one way.
• Accessible Taxis: More than 20 taxi companies in Chicago currently operate wheelchair
accessible minivans equipped with ramps,
wheelchair securements and shoulder seat belts.
To order an accessible taxi, call the centralized
dispatch service toll-free at 1-800-281-4466.
• For trips that originate in the City of
Chicago: Find out more about Chicago’s Taxi
Access Program (TAP) www.pacebus.com/pdf/
paratransit/TAP_User_Guide.pdf.
Local Transportation – The Hyatt Regency
O’Hare is also conveniently located close to the
L-Train. Guests can either take the complimenContinued on page 8

Going Once, Going
Twice, Sold!
Help make the 2010 National Ataxia
Foundation Annual Membership Meeting
Silent Auction the biggest yet! Don’t forget
to bring your silent auction item(s).
Proceeds from the silent auction benefit
those with ataxia and their families, so get
your items ready to go to Chicago! If you
would like to send you silent auction item(s)
in advance please send to:
Carole Carr – AMM S.A.
311 S. Windsor Dr.
Arlington Heights, IL 60004
— or —
National Ataxia Foundation
Attn: Julie Braun – AMM S.A.
2600 Fernbrook Lane N., Ste. 119
Minneapolis, MN 55447-4752
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Continued from page 7
tary shuttle to O’Hare and catch the train there,
or take a short (five minute) walk to the nearby
Rosemont Station. From either station, guests
can be in downtown Chicago in approximately
30 minutes at a cost of approximately $2.25 each
way. The Rosemont and O’Hare stations are on
the BLUE Line. For more information visit
www.transitchicago.com/assets/1/maps/ctatrain
map.png and www.transitchicago.com/assets/1/
brochures/Downtown_Sightseeing_Guide.pdf.
Riders with disabilities call (312) 913-3110 to
apply for the RTA Reduced Fare Permit. All
Medicare cardholders are eligible to apply for the
RTA Reduced Fare Permit. Reduced Fare
Permit allows the permit holder and an attendant
to each ride at the reduced fare. Reduced Fare
Permit entitles the holder to travel at reduced
fares on Pace and Metra, Chicago’s suburban
transportation provider. Value can be added to
Reduced Fare Permits at vending machines
located at CTA rail stations. Vending machines
accept one, two, five, ten, and twenty-dollar
bills, and all coins except pennies and half dollars. Maximum value on card can’t exceed $100.
You can enjoy unlimited rides on all CTA
buses and trains with a 1-Day Fun Pass, or 3-day,

Winter 2009-10

7-day or 30-day unlimited-ride passes. Your pass
activates the first time you use it and is good for
the number of consecutive days shown on the
front of the pass. CTA’s unlimited-ride passes
make getting to Chicago’s top attractions quick,
easy and more affordable than cab rides or parking fees. You can purchase your CTA Transit
Cards and passes online at http://faremedia.
chicago-card.com.
Buses – Continental Airport Express at (773)
247-1200, 1-888-284-3826 or www.airport
express.com. This airport shuttle service provides
transportation between O’Hare and Midway and
all locations in downtown Chicago including
South Loop, West Loop, and Lincoln Park. For
standard vans and buses, no reservation is
required for service with departures from the
airport every 15 minutes. Person requiring a
wheelchair accessible van should reserve at least
one day in advance. Up to two wheelchairs can
be accommodated with advance notice. Please
call for current one-way and round-trip pricing
and multi-passenger discounts.
Parking – Both foreign and out-of-state disability parking permits are considered valid for
parking in designated accessible parking spaces
in Illinois. With either a disability license plate
or placecard, you can also park free at metered
parking spaces in Chicago except at those 

Funding for Travel Grants Needed
Each year the National Ataxia Foundation offers a limited number of travel grants to help persons with ataxia who have financial restraints
attend the NAF Annual Membership Meeting.
These travel grants provide persons with ataxia
the opportunity to attend these important conferences to learn the latest information on
ataxia research, attend various presentations on
topics relating to ataxia, participate in “Birds of
a Feather” sessions, and perhaps most importantly, meet people who share the same issues
and concerns.
Over the years these travel grants have been

made possible through the generosity of individual donors and families who know the value
of these meetings. Please help others attend
the 2010 NAF Annual Membership Meeting by
making a tax-deductible donation today. You may
go online to make your gift or you can mail your
donations to NAF and write on your check
memo, “Travel Grant.”
We are deeply grateful to those who have
given in the past for this fund; their gifts have
truly touched the lives of persons with ataxia.
Please help others and give to the 2010 NAF
Travel Grant Fund today. Thank you.
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limited to 30 minutes or less. The placecard or
permit must be hung from the rearview mirror.
If you are renting a wheelchair accessible van, the
company will provide a placecard for your convenience. Unlike some other states Illinois does
not issue temporary placecards to non-residents,
so be sure to bring your own parking permit with
you. Full details on disability parking in Illinois is
available at www.cyberdriveillinois.com/publications/
pdf_publications/vsd5744.pdf or by calling (217)
782-2709.
PACE Paratransit Service – (312) 341-8000 or
www.pacebus.com/pdf/paratransit/Suburban_ADA
_Guide.pdf. Pace provides ADA Paratransit Service to visitors with disabilities who do not live in
the CTA or Pace service area. To ride with Pace
Paratransit, visitors must present documentation
that they are ADA eligible for Paratransit Service
where they reside. If a visitor is unable to present
this documentation, Pace will require documentation of residency and disability. Documentation of eligibility for Paratransit Service for
out-of-town visitors should be made at least
seven days before the first desired day of travel.
This documentation can be faxed to (312) 3418050. Allow one to two weeks for processing.
Visitors will not be provided service for more
than 21 consecutive days from the date of the
first paratransit trip. Customers who wish to
receive service beyond this 21-day period must
apply for eligibility with the RTA.
Megabus – www.megabus.com/us. Offers daily
non-stop, express bus service between Chicago
and eight Midwest cities – Cincinnati, Cleveland, Columbus, Detroit, Indianapolis, Milwaukee, Minneapolis, and St. Louis. Booking is done
solely via the Internet. However, individuals who
require a wheelchair lift must call 1-877- 4626342 at least 48 hours in advance. Payment is by
credit card only. Chicago’s hub for all
arrivals and departures is located next to Union
Station on the east side of S. Canal Street, between Jackson and Adams (downtown Chicago).
Car Rentals (O’Hare) – Alamo, Avis, Budget,
Dollar, Enterprise, Hertz, National and Thrifty

all rent hand-controlled vehicles at O’Hare
International Airport. Agencies generally request
one to two day advance notice for rentals with
adaptive equipment. Car rental companies
(except Alamo) are on the lower level near the
baggage claim areas of Terminals 1, 2, and 3. In
Terminal 5, the companies are available by
courtesy telephones located on the lower level.
Avis and Budget will provide drop off / pick up
service at airport terminals, as will Enterprise if
its lift-equipped shuttle vans are not available. All
companies have at least some courtesy shuttles
with lifts.
Accessible Van Services – The following companies provide delivery / pickup service at O’Hare
and Midway Airports for an additional fee.
Midwest Mobility (847) 923-9892
(847) 985-0876 (TTY)
www.midwestmobility.com
Mobility Works – (630) 782-1900
www.mobilityworks.com
Wheelchair Getaways – 1-800-637-2597
www.wheelchairgetaways.com

Apply for a
Travel Grant
Youth and adult travel grants are available
to help cover some financial expenses involved with attending the National Ataxia
Foundation’s Annual Membership Meeting.
For more information visit the NAF Web site,
www.ataxia.org.

Nintendo Wii
Please contact NAF if you have a Nintendo
Wii that NAF could use in the Nintendo Wii
demonstration room or if you have a Nintendo Wii that you would like to donate for
the Silent Auction at the conference.

❖
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CHICAGO
SERVICES RESOURCES
&

Personal Care Attendants
Please note that NAF is unable to provide attendant care
services. Due to liabilities and health concerns, NAF and
hotel employees are not able to provide this service.
Please do not attend without making arrangements for
an attendant if you need one. The following may be used
as a helpful guide for your convenience:
Senior Bridge
Tender Loving Care Home
Health Services
(312) 329-9060
(312) 768-5130
1-800-801-0420
1-866-711-4852
www.seniorbridge.net
www.tlcathome.com
In-home health care
Skilled nursing care,
aides and companion
wound care and more.
services.
Water Tower Nursing & Home Care
(312) 280-1220
www.forgoodhealth.com
Visiting nurses for social care and attendants for
personal care needs.

Wheelchair/Scooter Rentals/Repair
The following may be used as a helpful guide for your
convenience:
The Mobility Shop
(847) 412-9000
1-888-404-5554
www.themobilityshop.com

Medserv Equipment Corp.
(847) 359-4607
www.medservdme.com

Wheelchair Doctors
(877) 563-8585 or 1-800-295-0264
www.wheelchairdoctors.org
Will travel to homes, schools and hotels for repair of
power and manual wheelchairs and scooters.

Pharmacy Options
The following may be used as a helpful guide for your
convenience:
Walgreens (24 Hour)
1-800-925-4733
www.walgreens.com

CVS (24 Hour)
1-888-607-4287
www.cvs.com

Thorndale Pharmacy
1104 Thorndale (Broadway), Chicago, IL 60660
(773) 561-6660
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Dining Options
The following is a list of dining options within 2.5 miles
of the AMM hotel and at the Hyatt Regency O’Hare. The
following may be used as a helpful guide for your convenience: www.rosemont.com/pdf/map_rosemont09. jpg.
INSIDE THE HYATT REGENCY O’HARE:
Red Bar
Innovative food and
creative cocktails.
O’H American Grill
American cuisine.

Perk
Starbucks coffee, bagels,
sandwiches, bakery.
Room Service
24 hours a day.

ROSEMONT – FINE DINING:
Café Zalute
9501 W. Devon Ave., Rosemont, IL 60018
(847) 685-0206
Carlucci
6111 N. River Rd., Rosemont, IL 60018
(847) 518-0990
Colette
5550 N. River Rd., Rosemont, IL 60018
(847) 928-6951
Giannotti Italian Steakhouse
4926 N. River Rd. Schiller Park, IL 60176
(847) 678-2800
Gibsons Steakhouse
5464 N. River Rd., Rosemont, IL 60018
(847) 928-9900
Harry Caray’s Italian Steakhouse
10233 W. Higgins Rd., Rosemont, IL 60018
(847) 699-1200
McCormick & Schmick’s
5320 N. River Rd., Rosemont, IL 60018
(847) 233-3776
Morton’s of Chicago/Rosemont, The Steakhouse
9525 W. Bryn Mawr Ave., Rosemont, IL 60018
(847) 678-5155
Nick’s Fishmarket
10275 W. Higgins Rd., Rosemont, IL 60018
(847) 298-8200
Rosewood Restaurant
9421 W. Higgins Rd., Rosemont, IL 60018
(847) 696-9494
The Capital Grille
5340 N. River Rd., Rosemont, IL 60018
(847) 671-8125
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ROSEMONT – CASUAL DINING:
Camille’s Sidewalk Café
9785 W. Higgins Rd., Rosemont, IL 60018
(847) 696-9767
Chili’s
7140 Mannheim Rd., Rosemont, IL 60018
(847) 298-9031
Chipotle
7020 N. Mannheim Rd., Rosemont, IL 60018
(847) 299-9201
Cold Stone Creamery
7080 N. Mannheim Rd., Rosemont, IL 60018
(847) 824-6670
Dunkin Donuts / Baskin Robbins
9781 W. Higgins Rd., Rosemont, IL 60018
(847) 318-9314
Giordano’s
9415 W. Higgins Rd., Rosemont, IL 60018
(847) 292-2600
Gold Coast Dogs
7084 N. Mannheim Rd., Rosemont, IL 60018
(847) 759-1520
IHOP-International House of Pancakes
7120 N. Mannheim Rd., Rosemont, IL 60018
(847) 297-7992
Laredo’s Cantina
9797 W. Higgins Rd., Rosemont, IL 60018
(847) 685-0673
McDonald’s
6150 N. River Rd., Rosemont, IL 60018
(847) 825-3100
Michael’s on Main Café
6133 N. River Rd., Rosemont, IL 60018
(847) 384-9784
Pancakes Eggcetera
9463 W. Higgins Rd., Rosemont, IL 60018
(847) 384-9944
Panda Express
7028 N. Mannheim Rd., Rosemont, IL 60018
(847) 824-9544
Pine Grove Restaurant
6580 Mannheim Rd., Rosemont, IL 60018
(847) 298-5110
Quizno’s Subs
9779 Higgins Rd., Rosemont, IL 60018
(847) 692-7900
Ram Restaurant & Brewhouse
9520 W. Higgins Rd., Rosemont, IL 60018
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(847) 296-5760
Starbuck’s Coffee
9500 W. Higgins Rd., Rosemont, IL 60018
(847) 696-1746
Steak ‘n Shake
10421 W. Touhy Ave., Rosemont, IL 60018
(847) 299-3944
Subway
7076 N. Mannheim Rd., Rosemont, IL 60018
(847) 824-3400
T.G.I. Fridays
9651W. Higgins Rd., Rosemont, IL 60018
(847) 292-1138
The Great Expoteria Restaurant
9301 W. Bryn Mawr Ave., Rosemont, IL 60018
(847) 692-6415
Village Pizzeria
9469 W. Higgins Rd., Rosemont, IL 60018
(847) 823-4156
ROSEMONT – BAR/LOUNGE:
72 West (in Sheraton Gateway Suites O’Hare)
6501 N. Mannheim Rd., Rosemont, IL 60018
(847) 699-6300
Abruzzi
9519 W. Higgins Rd., Rosemont, IL 60018
(847) 292-0182
LeBar (in Sofitel Chicago O’Hare)
5550 N. River Rd., Rosemont, IL 60018
(847) 928-6951
Maxie’s (in Raddison Hotel O’Hare)
6810 N. Mannheim Rd., Rosemont, IL 60018
(847) 297-1234
Ram Restaurant & Brewhouse
9520 W. Higgins Rd., Rosemont, IL 60018
(847) 692-4426
Red Bar (in Hyatt Regency O’Hare)
9300 W. Bryn Mawr Ave., Rosemont, IL 60018
(847) 696-1234
Rickenbacker’s (in Holiday Inn O’Hare Int’l)
5440 N. River Rd., Rosemont, IL 60018
(847) 671-6350
Shoeless Joe’s Sports Bar & Grille
10290 W. Higgins Rd., Rosemont, IL 60018
(847) 296-5760
The Bar (in Embassy Suites Hotel O’Hare)
5500 N. River Rd., Rosemont, IL 60018
(888) 4-ROSEMON
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NAF Merchandise
BOOKS

VIDEO / CD

Summer Born by Cheryl Wedesweiler
Fictional story of a teenager who
courageously faces her diagnosis
of cerebellar ataxia. Paperback. $15.95
Three Wheels by Rebecca Cummings Baldwin
True personal, heart-warming story of a woman
with ataxia. A portion of the proceeds supports the
NAF. Paperback. $15.99
Ten Years to Live by Henry Schut
The story of the Schut family’s struggle with hereditary ataxia. Paperback, photos. $8.75
Living with Ataxia by Martha Nance, MD
Compassionate, understandable explanation with
ideas on how to live with ataxia. Paperback. $14
Healing Wounded Doctor-Patient Relationships

Ballads of a Family Man CD
10 songs in memory of Billa Ballard. $5 of purchase
price goes to support the work of the NAF. $13
“Together There is Understanding” VHS or DVD
Continuation and expansion of “Together There is
Hope.” 50 minutes. VHS $20 or DVD $25

by Linda Hanner and contributor John J. Witek, MD

Learn better ways to communicate with your medical care providers. Paperback. $10
Friedreich’s Ataxia Research Cookbook
Julie Karjalahti published this cookbook to raise
money for FA research. $12
Recipes and Recollections by Kathryn Hoefer Smith
Full of delicious recipes and recollections. Proceeds
go towards FA research. Paperback. $10
Managing Speech & Swallowing Problems
by G.N. Rangamani, PdD, CCC-SLP

A basic guide to understanding and managing
speech and/or swallowing problems. $7.50
Evaluation and Management of Ataxic Disorders,
an Overview for Physicians by Susan L. Perlman, MD
A guide for physicians treating ataxia patients.
Paperback. $5

SHIRTS / MISCELLANEOUS
2009 Annual Membership Meeting T-Shirt
Gray, long-sleeved with “Climb Every
Mountain” logo. Sizes medium to XXX-large. $10
Past Annual Membership Meeting T-Shirts
Meeting t-shirts from past annual membership
meetings. Various styles, sizes and colors. $5
NAF Shoulder Bag
Blue with white NAF logo. 11 x 15 x 2 inches. $10
NAF Polo Shirt
Royal blue w/ white embroidered NAF logo. $27.50
NAF Denim Shirt
Denim with white embroidered NAF logo. $27.50
“Ataxia is not a foreign cab” T-Shirt
White. New design. Sizes small to XXX-large. $10
“Ataxia is not a foreign cab” Sweatshirt
White. Sizes small to XXX-large. $20
Window Cling or Bumper Sticker $1 ea. or 6 for $5
NAF Ataxia Awareness Band Blue. One size. $2
NAF Ataxia Awareness Ribbon Magnet
Blue with white lettering/logo. $4
Reusable Grocery Bag with NAF Logo
Eco-friendly, reusable grocery tote bag.
Made in the USA of quality material. $5

To order, call (763) 553-0020, fax (763) 553-0167 or mail this completed form to
National Ataxia Foundation, 2600 Fernbrook Lane, Suite 119, Minneapolis, MN 55447
Description

Qty. Size

Each

Total

____________________________________________
____________________________________________
____________________________________________
____________________________________________
SUBTOTAL:

_____________________________

Shipping:

(Add) $5.00

(Outside U.S. add additional $4) ___________
ORDER TOTAL: ___________________________
PLEASE ALLOW 4-6 WEEKS FOR DELIVERY

NAME: _____________________________________
ADDRESS: __________________________________
CITY ________________ STATE: ____ ZIP: _______
PHONE: _____________________________________
E-MAIL: _____________________________________
For credit card orders, please fill out the following information
(you must include phone number and signature):

CIRCLE ONE:

Visa

Mastercard

NAME ON CARD: ____________________________
CARD #: ____________________________________
EXP DATE: ___________________________________
SIGNATURE: _________________________________
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Molecular and Cellular Physiology
of Episodic Ataxia Type 1, EA1
By James Maylie, PhD
Oregon Health and Science University, Portland, OR
The following is a research summary of a grant funded by NAF for fiscal year 2008.
The research activity during this funding
period has been divided between two major projects that examine the relationship between the
precision of action potential firing of cerebellar
Purkinje cells and motor coordination.
Project 1: The Cellular Basis
of Episodic Ataxia/Myokemia Type 1
Episodic ataxia type 1 (EA1) is a dominant
neurological disorder caused by mutations in
KCNA1, which codes for the voltage-gated
potassium channel Kv1.1. EA1 is characterized
by attacks of imbalance and loss of motor control
that are induced by physical or emotional stressors. The carbonic anhydrase inhibitor acetazolamide minimizes the frequency and severity of
attacks in many EA1 patients through an unknown mechanism. The EA1 mutation V408A,
has been inserted into the mouse KCNA1 gene
by homologous recombination. The V408A/+
mice reveal a stress-induced impairment of
motor deficits that can be precluded by acetazolamide, recapitulating the human phenotype.
Purkinje cell signaling, representing the soleoutput of all processing in the cerebellar cortex,
is required for motor planning, movement execution, and coordination. Basket cells contribute
the main GABAergic input to Purkinje cells at
large axo-somatic contacts. This architecture
suggests that basket cells, where Kv1.1 subunits
are expressed, have a strong inf luence over the
ultimate output of the cerebellar cortex.
Blocking Purkinje cell inhibitory receptors,
GABAARs, with picrotoxin, PTX, reduces the
coefficient of variation (CV) of inter-spike interval, demonstrating that GABAergic signaling

contributes to imprecision of this measure.
Reduced precision of Purkinje cell inter-spike
interval is associated with a motor deficit in two
mouse models of another cerebellar ataxia,
Episodic ataxia type 2. We tested the hypothesis
that increased GABA release from EA1 basket
cells results in decreased precision of pacemaking, and that this cerebellar dysfunction
contributes to the motor-coordination deficit in
EA1. We studied V408A/+ Purkinje cell firing
patterns in acute cerebellar slices with synaptic
inhibition intact. We find the V408A/+ Purkinje
cells have increased CV of inter-spike interval,
reduced precision of pacemaking, and that this
difference is due solely to increased GABAergic
input. This difference in and of itself is not
sufficient to induce motor discoordination in
EA1.
However, β-adrenergic signaling is often associated with stress and may contribute to the stress
induced attacks in EA1. The β-adrenergic agonist isoproterenol, ISO, increases GABAergic
transmission from basket cells and increases the
CV of inter-spike interval in both EA1 and WT
Purkinje cells. The CV in WT with ISO is below
that of EA1 in control recordings without ISO
and is not sufficient to induce motor discoordination. The CV in EA1 with ISO is 50% larger
than control recordings and 138% larger than
WT mice with ISO. That ISO in part contributes to motor discoordination in EA1 mice
suggests that a CV threshold for initiation of
motor discoordination well above levels normally
Continued on page 14
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Molecular and Cellular Physiology...
Continued from page 13
achieved in WT mice. Treatment with ATZ
lowers the CV of inter-spike interval in EA1
Purkinje cells to WT levels, and precludes the
majority of the ISO effect on CV. Together,
these data suggest that the precision deficit of
EA1 Purkinje cells is the cellular basis of the
motor deficit in EA1 and provides an cellular
mechanism for how stress may induce ataxia in
EA1.
Project 2: Purkinje cell pacemaking precision and motor coordination in a mouse
model of reduced expression of small
conductance calcium-activated potassium
channels (SK2).
Small-conductance calcium-activated potassium channels (SK2) contribute to the precision
of intrinsic pacemaking in mouse cerebellar
Purkinje cells (PCs). Mutations in P/Q type
voltage-gated Ca2+ channels, or their auxiliary
subunits, underlie Episodic ataxia type2 (EA2).
Reduced Ca2+ inf lux through these channels,
and the resulting insufficient Ca2+ activation of
SK2, has been reported to disrupt PC pacemaking and cause motor deficits as assayed by the
accelerating rotarod. Increased response of SK2
channels to intracellular Ca2+ by EBIO reverses
both the cellular deficit in vitro and the motor
deficit in vivo. Together, these results indicate
that PC pacemaking is integral to cerebellar
function and motor coordination. The correlate
to these results is that reducing SK channel
activity should reduce PC precision and motor
coordination. We therefore investigated PC
firing behavior and motor coordination in a
mouse model with a greatly 10-fold reduced
reduction of SK2 expression of SK2 (SK2 f l/f l,
in which SK2 expression is reduced ten-fold).
Extra-cellular recordings of PC firing patterns
were obtained from lobule V of acute cerebellar
slices from WT and SK2 f l/f l animals at 35°C
with fast synaptic transmission blocked. WT PCs
exhibit a tonic, regular firing pattern. In contrast,

Winter 2009-10

the firing patterns of PCs in SK2 f l/f l animals
were mostly irregular, consisting of multiple patterns including silent periods and bursts exceeding 100 Hz. The CV of the inter-spike interval
was over ten-fold higher than that measured
from WT recordings. For this reason, we expected to see a clear performance deficit in motor
coordination assays. Surprisingly, SK2 f l/f l animals did not exhibit decreased ability to stay on
the accelerating rotarod, nor increased hind-foot
missteps while traversing a balance beam. This
contradiction led us to question the assumption
that PC firing in lobule V is representative of the
entire cerebellar cortex. We performed a survey
of firing behavior across all lobules of the SK2
fl/fl cerebellum and found that, while the PCs in
most lobules had irregular firing patterns, those
in lobule VIII and IX exhibited normal pacemaking. To test the hypothesis that this small
region of normally functioning neurons is sufficient to maintain normal motor coordination,
we ablated the two lobules in mice from both
genotypes.
The SK2 f l/f l-ablation mice would then
completely lack Purkinje cells capable of normal
pacemaking. Mice of the two genotypes that had
a sham surgery again did not show differences in
either motor control assay. The ablation also did
not cause any deficit in WT mice. In SK2 f l/f l
mice, the ablation caused a clear deficit in the
balance beam assay. However, these mice still did
not underperform on the rotarod.
Conclusions
This work raises questions about the reported
connection between SK2, PC firing precision,
and the specific motor-abilities tested by the
rotarod. However, the work supports the notion
that regular Purkinje cell firing is important for
motor coordination by measure of the balance
beam assay. The work additionally indicates that
normal PC function in the relatively small cerebellar lobules VIII and IX is sufficient to maintain aspects of motor coordination that are tested
by the balance beam assay.
❖

Gen_0904_13-24.qxp:Layout 1

Winter 2009-10

12/14/09

5:58 PM

Page 15

Page 15

Generations

Review of Exclusive Webinar
with Dr. Susan Perlman
By Sue Hagen, National Ataxia Foundation Patient Services Director

Photo by Mark Berndt

“hot-cross bun sign” which is seen in MRIs of
The National Ataxia Foundation’s Medical
those with multiple system atrophy. A compreDirector, Dr. Susan Perlman, Clinical Professor
hensive discussion of symptoms was discussed
of Neurology at the David Geffen School of
followed by a detailed list of the differential diMedicine at UCLA presented a webinar in
agnosis of several of the diseases.
September titled “Ataxia, OPCA & MSA-C:
Look-A-Likes of PSP, CBD & MSA-P.” Using
A very hopeful slide titled “Will there be a cure
the Foundation’s slogan on the first slide, “Ataxia
for MSA?” was encouraging. It listed neural
is Not a Foreign Cab,” the webinar began with
replacement therapy, which is under developthe definition of ataxia and what
ment, and stem cell therapy, which
causes ataxia. The second slide inis being actively researched. Many
cluded an image of the brain with
of the clinical trials for ataxia and
the parts identified. She noted that
ataxia syndromes were listed and
it is essential for a person affected
the Web site for patients to search
with ataxia to become familiar
for clinical trials was highlighted:
with the anatomy of the brain bewww.clinicaltrials.gov
cause the neurologist will explain
The webinar’s second part inthe disease using these terms and
cluded Dr. Perlman answering
a patient needs to be familiar with
specific questions that had been
the terminology.
submitted earlier. As with most of
The webinar continued with an
Dr. Perlman’s presentations, she
explanation of the different types
expressed her appreciation to the
of cerebellar ataxias, which in- Dr. Susan Perlman
patients and families for their willclude:
ingness to work with researchers and physicians
• Pure cerebellar ataxia which only involves
and to share their ideas and hopes.
the cerebellum;
Copies of “Evaluation and Management of
• Cerebellar ataxia with problems in the brainAtaxic Disorders, An Overview for Physicians”
stem;
were made available at a reduced cost for those
• Cerebellar ataxia with problems in the spinal
who attended the webinar. Although the special
cord; and
pricing for the booklet has expired, it is still an
excellent resource that persons affected by ataxia
• Cerebellar ataxias with problems that look
may want to purchase for themselves or to give a
like Parkinson’s disease.
copy to their health care provider. Ordering
Information was given about the UCLA Ataxia
information is available on page 12 of this issue of
Center, of which Dr. Perlman is the Director.
Generations.
As the webinar continued, slides of actual MRI
The webinar will be made available on the
scans were shown with Dr. Perlman pointing out
National Ataxia Foundation’s Web site at
the areas of degeneration and how they differed
www.ataxia.org.
in each type of ataxia and an explanation of the
❖
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$360,000 in Kyle Bryant Translational
Research Awards Announced
The National Ataxia Foundation (NAF) and the
Friedreich’s Ataxia Research Alliance (FARA) announced that they are co-funding two $120,000
Kyle Bryant Awards this year that are going to
promising translational research in Friedreich’s
Ataxia (FA). A third award will be funded by FARA
for $120,000, made possible by sponsorship
from Outback Steakhouse.
Awards are being made to Dr. Mark Payne of
Indiana University School of Medicine, proposal
titled “Optimizing delivery of frataxin using cell
penetrant peptides,” Dr. Gino Cortopassi of the
University of California Davis, proposal titled
“Screening for mitofunctional
Friedreich’s Ataxia therapeutics,”
and Dr. Marek Napierala from
the University of Texas, MD
Anderson Cancer Center, proposal titled “Crosstalk between
microRNAs and iron metabolism
in pathogenesis of Friedreich’s
ataxia.”
Dr. Payne’s research moves
forward efforts toward an
approach to frataxin protein
replacement, specifically, this
grant will support determining
the best molecule and optimizing conditions for expression
and purification of the protein Kyle Bryant
his group is developing, called
TAT-Frataxin to move forward into preclinical
development.
Dr. Cortopassi’s grant allows him to utilize a
recently developed assay to screen thousands
of compounds for their positive effect on mitochondrial function compromised by deficiencies
of frataxin, the protein that is dramatically
reduced in individuals with Friedreich’s ataxia.
Dr. Napierala’s proposal aims to identify
a biomarker that might be helpful in evaluating
the effectiveness of therapeutic approaches by
studying microRNAs, molecules that regulate the
activity of genes. He hopes to reveal how
abnormalities in microRNAs affect the activity of
genes which are responsible for the localization

and amount of iron in neuronal cells of
patients with Friedreich’s ataxia and uncover
the pattern of detectable microRNA molecules
that is specific to FA, essentially a “microRNA
signature.”
These three projects were selected from 14
excellent applications that were peer-reviewed
and then ranked by FARA and NAF scientific
advisors. The Kyle Bryant Translational Research
Award was established in honor of Kyle Bryant,
who has FA and formed Ride Ataxia. Ride Ataxia
has helped increase awareness regarding FA and
raise invaluable funds for FA research.
NAF
Executive
Director
Michael Parent commented,
“NAF is excited to partner again
this year with Ride Ataxia and
FARA in supporting vital and
promising Friedreich’s ataxia research through the Kyle Bryant
Translational Research Award.
We are truly grateful to all the
Ride Ataxia participants, organizers, donors, and sponsors of
this event in their efforts to help
increase ataxia awareness and
support promising Friedreich’s
ataxia research.”
FARA Executive Director, Jennifer Farmer added, “The Kyle
Bryant Translational Research
award is significant because it demonstrates the
full collaboration and participation that is essential from the patient, research, and advocacy
communities to treat Friedreich’s ataxia. We are
most grateful to all of the participants and supporters of Ride Ataxia who raised funds and to
all of the researchers who submitted applications for this award.”
Ride Ataxia III, launched in Portland, OR on
March 16 with nearly 70 riders, including six
individuals with ataxia. Kyle Bryant states, “The
third ride was the toughest and most successful
so far. We look forward to future challenges as
we push the limits and advance research.”
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2009 Kyle Bryant Friedreich’s Ataxia Translational Research Award

Recipients’ Lay Summaries
Co-Funded by NAF and FARA with proceeds from Ride Ataxia III
Ronald Mark Payne

Gino A. Cortopassi

Title: Optimizing delivery of frataxin
using cell penetrant peptides

Title: Screening for mitofunctional
Friedreich’s Ataxia therapeutics

Friedreich’s ataxia is a debilitating disease leading to loss of the ability to walk or use the arms,
and frequently results in early death due to heart
failure. It most often comes on in childhood and
patients progress to a wheelchair over the course of the
next 10 years. There is currently no cure for this neurologic disease. However,
we have recently shown that
we can deliver the missing
protein that causes the
disease, frataxin, into the
Dr. Payne
mouse to rescue the mouse
model of this disease. These exciting findings are
being prepared for publication, and we have now
focused our laboratory on developing protein
replacement strategy as a new drug to treat
Friedreich’s ataxia. In order to move this research
into preclinical development as a drug, we first
need to determine the best molecule to move
forward and optimize the conditions for expression and purification of the protein we are
developing, called TATFrataxin. Finally, a key
tool in this research that is missing is a good
antibody that will allow us to detect frataxin
expression in mouse tissues. This project will
solve these 3 problems within the year of this
research to enable preclinical development of
TAT-Frataxin as a drug for Friedreich’s ataxia.

Mutations in the frataxin gene result in defects
in mitochondrial function that are the likeliest
cause of neuro- and cardiodegeneration in the
movement disorder Friedreich’s ataxia. Currently there is no curative
therapy for Friedreich’s
ataxia specifically and for
mitochondrial disease in
general. We have recently
improved an assay with
which to screen thousands
of compounds for their
positive effect on mitochondrial function, based on Dr. Cortopassi
mitochondrial Oxygen (O2) consumption. We
have constructed a cell line in which frataxin is
inhibited, and show that mitochondrial O2
consumption is decreased. We have accumulated
other cell models of mitochondrial disease, i.e.
cells bearing mitochondrial mutations, and these
cell models also exhibit decreased mitochondrial
O2 consumption. Thus our goal is to screen
large drug libraries to identify drugs that increase
mitochondrial O2 consumption and rescue mitochondrial deficits that are the specific consequence of deficits in frataxin. As a positive test of
the assay, we demonstrate that known chemical
inducers of mitochondrial function (FCCP) and
mitochondrial biogenesis (rosiglitazone, resveratrol, bezafibrate) are detected by the assay. Thus
we will screen large drug libraries to identify
compounds that enhance the function of
mitochondria compromised by deficiencies of
frataxin. These drug leads might serve as the
progenitors of effective small-molecule therapy
❖
for Friedreich’s ataxia.

Want to stay up-to-date
between issues of Generations?

www.ataxia.org
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Role of Bergmann Glia in Purkinje Cell
Development and Pathology in SCA1
By Parminder J.S. Vig, PhD
University of Mississippi Medical Center, Jackson, MS
The following is a research summary of a grant funded by NAF for fiscal year 2008.
SCA1 PCs with vacuoles exhibited cluster-like
A prominent feature of SCA1 pathology is the
structures on their dendrites. At higher magnifipresence of cytoplasmic vacuoles in Purkinje cells
cation, these clusters appear to contain dendritic
(PCs) of the cerebellum. In SCA1 mice, these
spines. Further, S100B vacuoles were present
vacuoles start appearing early on before the onset
even in PC axons indicating that vacuoles could
of ataxia. It is not understood why vacuoles are
physically block the axonal transport. Furtherformed, however, we observed that the process
more, in older SCA1 mice, 80-90% PCs with
of vacuolar formation is associated with degenintranuclear inclusions did not show S100B
erative changes in PCs. In addition, these vacvacuoles suggesting that PC with vacuoles may
uoles contain neighboring Bergmann glial
contain a more soluble form of ataxin-1.
specific proteins and are present both in SCA1
transgenic mice and human auTo gain insights into the mechatopsy tissue. Bergmann glia (BG)
nisms of vacuolar formation we
locate their cell bodies around
investigated if vacuoles in SCA1
PCs, and help PC processes to
PCs have an autophagic origin or
grow and develop.
are a consequence of some other
We believe that early and continevent. We examined the expresuous expression of mutant ataxinsion levels of microtubule-associ1 in PCs compromises normal
ated protein light chain 3 (LC3)-I
signal transduction mechanisms by
and LC3-II, and the degradation
impairing PC–BC crosstalk. This
levels of p62 (a LC3 partner) in the
leads to vacuole formation and PC
cerebellar fractions prepared from
death in SCA1. Therefore, the
pre-symptomatic SCA1 and agemain focus of this study funded by
matched
wildtype mice. No p62
the National Ataxia Foundation Dr. Parminder J. S. Vig
degradation was observed, howwas to understand the role of BG in PC develever; LC3-II/(LC3-I + LC3-II) ratios were
opment and pathology in SCA1. The clinical
significantly altered in SCA1 mice indicating
relevance of the study was that an early identifichanges in the autophagic flux. In addition, LC3
cation of abnormal communication pathways
localized to PC vacuoles. Further, we observed a
between BG and PC could be targets of potential
co-localization of myo-inositol monophostherapies for pre-symptomatic patients with
phatase 1 (IMPA1) with S100B in PC vacuoles.
SCA1 or other cerebellar ataxias.
IMPA1 is an important enzyme in PC signaling
During the course of this project, we found
pathway and is present in PC spines. It has also
that proteins which normally exist in BG were
been implicated in autophagy. Studies using
present in the PC vacuoles. One of those
purified IMPA1 and S100B demonstrated that
proteins was S100B. We further investigated if
S100B interacted with and activated IMPA1.
the process of vacuolar formation is associated
IMPA1 is regulated by another calcium- 
with degenerative and structural changes in PCs.
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binding protein calbindin-D28k (CaB), since we
reported earlier that the CaB levels are reduced
in SCA1 PCs, the activation of IMPA1 by
S100B may modulate CaB-dependent inositol
signaling. This may cause BG-PC interface to
degenerate resulting in vacuolar formation.
Now the question was to see if the vacuoles and
abnormal spines also appear when PCs are grown
outside in a dish. Interestingly, we observed that
SCA1 PCs, in slice cultures show spine abnormalites and vacuole formation, which are not
seen in slices prepared from the normal mice.
This is an important step towards creating a in
vitro model for understanding mechanisms of
PC pathology in SCA1.
Further, we investigated the effects of S100B
blocking peptide TRTK-12 on growth of SCA1
PCs in slice cultures. We observed that cultures
grown for different days in vitro (DIV) in the
presence of TRTK-12 increased dendrite
growth of SCA1 PCs.
We further investigated in vivo effects of
TRTK-12 on SCA1 mice. Two-week-old
SCA1 animals were randomly divided into two
treatment groups. The TRTK-12 and a vehicle
(normal saline)-treated disease control group.
TRTK-12 was administered via intranasal (IN)
route. IN administration offers a non-invasive
alternative for the systemic delivery of therapeutics (such as proteins).
Western blot analysis of S100B in cerebellar
particulate fractions prepared from SCA1 saline

and TRTK-12 treated animals indicated that
there was a decreased vacuolar formation in the
TRTK-12 treated group as compared to the
saline treated animals.
The rotarod analysis showed a slight improvement in performance on the accelerating rotating
rod in TRTK-12 treated SCA1 animals as
compared to saline treated SCA1 mice. The
lower response could be due to the lower dose of
TRTK-12 used in this pilot study. In summary,
this pilot project suggests that glial S100B inf luence PC development in SCA1. The discovery
of S100B as a potential cellular activator of
IMPA1 could be of interest in the development
of novel pharmacological treatments for SCA1.
Substances may be constructed that modulate the
activity of IMPA1 or other S100B targets based
on their interaction with S100B.
This grant support from NAF resulted in the
following publications:
Vig, PJS, Shao, Q, Lopez, ME, (2009). Glial
response to poly-glutamine-mediated stress.
Biosci. Hypotheses 2, 148-150.
PJS Vig, Q Shao, SH Subramony, M E Lopez
and E Safaya, (2009). Bergmann glial S100Bactivates myo-inositol monophosphatase 1 and
co-localizes to Purkinje cell vacuoles in SCA1
transgenic mice. Cerebellum 8, 231- 244.
Vig PJS (2009) S100B. A common connection between depression and cerebellar disorders.
Biosci. Hypotheses 2, 343 -344.
❖

CFC Number

Matching Gifts

The National Ataxia Foundation’s Combined Federal Campaign (CFC) number is
10752.
This program provides a convenient way
for United States federal government employees and military personnel to donate to
the Foundation, and provides great benefit
to those with ataxia.
Please give as generously as you can.

Many employers will match your gift to
the National Ataxia Foundation through a
Matching Gifts Program. Please ask your
employer if they have a program. If they do,
your gift and the gifts of your co-workers will
double in value.
Each dollar contributed brings help and
hope to ataxia families across the country.
Thank you for your support.

Gen_0904_13-24.qxp:Layout 1

Page 20

12/14/09

5:59 PM

Page 20

Generations

Winter 2009-10

Multiple System Atrophy
Managing Orthostatic Hypotension in MSA
By Norra MacReady
By the end of her life, Sylvia Summers could
not stand for more than a few seconds without
fainting. Don, her husband, dreaded when she
would get up from bed to use the bathroom,
which happened five or six times a night. “She
might lose consciousness while sitting on the
commode,” he recalls.
Sylvia had multiple system atrophy (MSA), a
progressive, degenerative neurological disorder
affecting parts of the brain that control balance,
coordination, and “autonomic” or automatic
functions such as blood pressure, sweating, and
elimination. The average life expectancy for
people with MSA is seven to 10 years.
Formerly known as Shy-Drager Syndrome,
MSA currently aff licts 25,000 to 75,000 Americans. “Many cases are never diagnosed correctly
because it can look a lot like Parkinson’s disease,”
says David Robertson, M.D., professor of neurology at Vanderbilt University Medical Center
in Nashville, TN. “Twenty-five years ago, MSA
was considered an extreme form of Parkinson’s
disease,” Dr. Robertson notes. In fact, he believes that one of the patients originally described
by Dr. Parkinson himself may actually have been
suffering from MSA. Sylvia Summers had symptoms for five years and saw many other physicians
before she found Dr. Robertson, who finally
gave her an accurate diagnosis.
Doctors still don’t know what causes MSA. “It
seems to just strike people randomly,” Dr.
Robertson says. He’s cared for about 700 people
with MSA since 1976 but has not detected any
unifying feature in his patients. There does not
appear to be a genetic connection. “At the end
of the day, there really is nothing to substantiate
any specific risk,” says Paola Sandroni, M.D.,
associate professor of neurology at the Mayo

Medical Center in Rochester, MN. “At the
moment, all we can say is, it’s just bad luck.”
One characteristic feature of MSA is an accumulation of slender fibers or filaments called glial
cytoplasmic inclusions, or GCIs, in the cells of
affected portions of the brain. One component
of the GCIs is a protein called alpha synuclein.
This protein is also found in the brains of people
with Parkinson’s disease and Alzheimer’s disease
and is thought to play a role in the development
of those disorders, as well as multiple system
atrophy.
Symptoms of MSA
The symptoms of MSA ref lect its impact on
the autonomic nervous system. Patients often
have urinary incontinence or the opposite – a
problem with emptying the bladder, Dr. Sandroni says. They may also have severe constipation. An inability to sweat, which is another
common symptom of the disease, makes it difficult to regulate body temperature. As a result,
these patients are at high risk of heat stroke. The
motor symptoms of MSA include diminished
facial animation, stiffness, clumsiness, slow
movements, and decreased manual dexterity, all
of which result from the loss of balance and
coordination. (These symptoms are seen in
Parkinson’s disease, as well.) Sleep disorders and
problems with speaking and swallowing can also
be part of the MSA picture. And as the disease
progresses, patients often have trouble breathing
while asleep; this is due to signals from the sleep
centers in the brain becoming weaker and
weaker. Death usually comes when the person
simply stops breathing.
Orthostatic Hypotension
One of the most troubling symptoms of MSA
is orthostatic hypotension, in which the blood
pressure plummets every time the patient tries 

Gen_0904_13-24.qxp:Layout 1

Winter 2009-10

12/14/09

5:59 PM

Page 21

Generations

to stand up. As Sylvia and Don Summers discovered, the result often is an almost immediate
loss of consciousness. Orthostatic hypotension is
“one of the hallmarks of MSA, and it’s definitely
one of the earliest and most common symptoms,” Dr. Snadroni says. Interestingly, blood
pressure while sitting or standing usually remains
normal or even a bit high.
MSA has no cure yet, but doctors do have a
variety of tools at their disposal for helping
patients manage their symptoms. For orthostatic
hypotension, management relies on a combination of lifestyle adjustments and medication.
Nondrug interventions include exercise, adjusting salt and fluid intake, diet, stress management,
and changing one’s sleep position.
“We begin by telling the patient to stay in
good physical condition so they can maintain
the pumping action of the leg muscles,” Dr.
Sandroni explains. When you stand up, blood
flows down to the veins in the legs. Healthy people compensate for this almost instantaneously
through a complex interaction of neurologic,
cardiovascular, and hormonal or endocrine
responses, which operate together to keep blood
f lowing up to the brain.
This interplay deteriorates in MSA, but one
way to prevent blood from pooling in the legs is
by maintaining leg muscle tone. By squeezing
the veins in the legs, toned leg muscles prevent
blood from pooling in the lower extremities and
keep it moving to the brain. As the MSA progresses and patients become too ill to exercise,
support garments around the legs or abdomen
can achieve a similar result.
Adjusting one’s salt and f luid intake can also
help. Just as decreasing salt intake may lower
blood pressure, increasing salt can raise it, Dr.
Robertson says. So consuming more salt is one
way people with MSA can minimize or avoid
orthostatic hypotension. Dr. Robertson also
advises patients to drink about 16 ounces of water
just before going out or performing a task. Their
blood pressure will start to rise within 10 min-
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utes and be at its height within 30 minutes. The
effect wears off in about 90 minutes.
Doctors often recommend that patients monitor their diet, practice stress management, and
adjust their sleep position. Large, heavy meals can
exacerbate orthostatic hypotension by diverting
blood from the brain to the digestive tract in
order to digest all that food. Eating smaller, more
frequent meals helps ensure a more even supply
of blood to the brain. At the Mayo Clinic, Dr.
Sandroni and her colleagues also advise their
patients to avoid stressors such as excessive heat
exposure, which may exacerbate the symptoms
of MSA. Finally, sleeping with the head elevated
helps some people with orthostatic hypotension.
Drug Treatments
Drug treatment similarly is aimed at maintaining blood pressure and blood vessel tone. The
drug midodrine works on the blood vessels
themselves to keep them constricted, which
maintains blood pressure. “It has been proven
effective,” says Phillip Low, M.D., professor
of neurology at the Mayo Medical Center.
Pyridostigmine improves impulse transmission
through the autonomic nervous system. Midodrine and pyridostigmine may be prescribed
individually or together. A third drug, droxidopa,
is in clinical trials in North America and Europe
for the treatment of orthostatic hypotension. It
is already in use in Japan and Southeast Asia.
Currently, the treatment of MSA mostly
focuses on managing symptoms such as orthostatic hypotension. However, three clinical trials
of drugs that may alter its course have started or
are about to start this year, Dr. Low points out.
One involves an immune protein called intravenous immunoglobulin (IVIG), on the theory
that MSA may result from an autoimmune
process. Also in the works is a trial with rasagiline, which currently is used in the treatment
of Parkinson’s disease. The precise action of
rasagiline is still not known, Dr. Low explains,
Continued on page 22
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Multiple System Atrophy
Continued from page 21
but it is thought to protect cells against oxidative
stress. “There is some evidence that early administration may prevent MSA from progressing, which leads us to hope that it might provide
a form of neuroprotection.”
In the third trial, which is being funded by the
National Institutes of Health, Dr. Low and his
colleagues will study the antibiotic rifampicin,
which has long been used to treat tuberculosis.
Recent animal studies have suggested that

Winter 2009-10

rifampicin prevents the formation of the GCI
fibrils that infiltrate the brain cells of people with
MSA. All in all, he says, “these approaches are
quite ambitious and aim to affect the natural
history of the disease.”
Reprinted with permission from Neurology Now, an
official publication of the American Academy of
Neurology. Neurology Now is published by Lippincott Williams & Wilkins and is available free to
patients, their caregivers, and their families through
neurologists’ offices and by request. For your free
subscription, go to www.neurologynow.com.

My Experience with Ataxia
By Janet Leigh

with ataxia it was overwhelming. The health
I have submitted this information in the hopes
issues were relatively minor (shooting pains
that my experience with ataxia can help others
down my legs, balance issues, slurred speech,
to lead a more productive and happy life.
stiffness and poor hand writing) but the psychoI was formally diagnosed six years ago at the age
logical effect was devastating. I was clinically
of 46. However, I had known for many years that
depressed and the more I investidue to my family’s history I was at
gated
the research being done the
high risk for having this genetic
more depressed I became. To
disorder. I am a member of the
More
importantly,
make matters worse my mother
large Graf family in Canada where
had died a horrible death a couple
ataxia has killed or affected many
the process of
of years before at the age of 75.
relatives, many of them very sedoing
something
Although
she had outlived all of
verely. In the early 1980s when I
her siblings she had been confined
every day has
first became more aware of the
disorder, I assisted a Canadian made me feel more to a wheelchair since she was 60
and lived in a care facility for the
neurologist named Dr. Eva Alderin
control
and
less
last three years of her life.
man in Montreal to develop the
first blood markers for ataxia using
The last time I saw her was a
of a victim.
my family as test cases. I did not
couple of months before she died
undergo the testing myself as I
and she was completely immobile
knew that a positive diagnosis
and unable to speak. She died the
would be highly detrimental to my mindset and
week of Sept.11, 2001 so I was even unable to atcareer. Perhaps at some level I knew even back
tend her funeral. My mother’s illness consumed
then that I was affected but it wasn’t until my
her for many years before she died. For years,
early 30s when I was unable to skate anymore
every time I visited her something else was failthat I knew for sure.
ing and there never seemed to be anything she
Predictably, when I was formally diagnosed
could do. I am sure she never realized what a 

“

”
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profound effect she was having on everyone, especially me, knowing that I was likely to face the
same fate.
When I started to come out of my clinical
depression I decided that I was going to try to
become as healthy as possible in the hopes that
this would slow the progression of the disease
and help me to cope.
I had read enough about ataxia that I had a fair
understanding of what was happening to my
body. For many years I had been walking up to an
hour a day and had experimented with different
types of massage but clearly that was not enough
because my symptoms were progressing. So, the
first thing I did was to begin regular (three times
a week) chiropractic care with a sympathetic
chiropractor. It just made sense to me that if
ataxia affects the nervous system that I make my
spinal system work as well as it could. After only
four months I noticed several positive changes.
The shooting pains in my legs and overall stiffness were disappearing. The number of times
and severity of choking was declining and most
importantly I felt more stable on my feet. I still
walked into walls on a regular basis and stumbled
but less frequently.
After eight months I added gyrotonic exercise
to my régime twice a week, and four months
later I added Pilates once a week— all with a professional trainer. Gyrotonic training is a series of
circular and f luid exercises that works the entire
body through muscular, skeletal, and cardiovascular stimulation. Pilates is a training system that
uses specially designed spring resistance-based
equipment to develop core and full body
strength. When I started I could not control five
pounds of weight with my legs and had little
feeling in my feet and ankles. Today (20 months
later) I can control 60 pounds of weight and do
most of the basic exercises except the ones
requiring excellent balance. Last January I added
acupuncture (twice a week) to my schedule. We
specifically work on dexterity, balance, motor
coordination and deep relaxation. My hearing,
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eyesight and balance have improved and I can
hand write short notes which is something I have
not done for years. I sleep much more soundly
and longer and my diet has also greatly improved.
Most recently, I started to have Thai stretching
done once a week by a certified therapist to
increase blood f low to all parts of my body. It is
too early to see any changes but the tingling in
my legs is a good feeling.
I have made all these changes and the physical
results have been dramatic. More importantly,
the process of doing something every day has
made me feel more in control and less of a victim.
I am much less prone to depression and take no
medication whatsoever. I think by anyone’s
standard I am coping very well because I have
hope that I can continue to enjoy my life and not
be a burden to others for a few more years. I am
not under any delusion that I can cure ataxia or
even completely stop the progression of the
disease but I know I can slow it down and by
doing so prolong the quality of my life.
I am sharing my experience with you in the
hope that it will inspire you to start experimenting with the kinds of non-drug therapies that
have helped me. I also hope that my story will
help you cope by making you know there is
something you can do.
I live right here in San Diego and all my therapists work in Hillcrest. I know that all of them
❖
would be willing to try to help you.

Tissue Donation
If you are interested in helping ataxia
research by donation of tissue after death,
please contact Dr. Arnulf Koeppen for
information and details:
Arnulf Koeppen, MD
Professor of Neurology
VA Medical Center
113 Holland Ave.
Albany, NY 12208
(518) 626.6377 Fax: 518.626.6369
E-mail: Arnulf.Koeppen@va.gov
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My Inspiration
By Linda Crawley

In late September 1997, my 15-year-old son Joe
was starting to walk with unsteady balance and
needed to hang onto railings in order to walk up
steps. He had inner ear problems as a child, so I
thought this was probably what was going on.
His primary physician sent us to the Head of
Pediatric Neurology at the University of Pittsburgh Hospital. After an exam and weeks of
tests, he was diagnosed in 1998 with SCA2.
I was told how this would affect
Joe, and all the complications that
may arise in the years to come.
His neurologist did say that Joe’s
form of ataxia would not affect
major body organs. The biggest
factor was to monitor for respiratory infections, as they could produce severe issues. I left the office
thinking, “I just won’t ever let
him get sick! It’s that simple.”
Joe attended his senior year of
high school in Lago Vista, TX
where he did indeed walk across Joe Thell
the stage to receive his diploma. He also was able
to attend three proms, and was a groomsman in
his sister’s wedding as well as a friend’s wedding.
In 2001, I introduced a walker to Joe which he
did not like for a while. After he began using it
more, he decided he did feel safer with it. But in
2003, he lost his balance and fell, rupturing three
discs in his spinal cord. This injury put Joe in his
wheelchair.
His speech became affected, so he started to
have swallowing evaluations on a yearly basis. In
mid-2007 he had a PEG feeding tube placed as
choking was an ongoing issue. By the end of
2007, he relied strictly on tube feeding.
In January 2008, Joe was rushed to the hospital with aspiration pneumonia. He spent days in
the ICU, where his condition was touch-and-go.

We spent the next nine months in and out of
hospitals because Joe was affected by pneumonia, kidney stones, urinary tract infections, blood
infections, and his body was rejecting medication. In October 2008, I put him in hospice care
and he continued at home with me. He did not
seem to fully understand everything that was
happening to him. I think, with all the trauma,
his brain just wasn’t working as it used to. Finally
after a very hard fight, Joe was
tired. With his family around
him, he passed away peacefully
Nov. 14 at 1:15 a.m.
Joe’s brain tissue was donated
for medical research through Dr.
Koeppen’s program. It was the
only good I could find out of his
passing. I decided I was going to
attend the NAF Annual Membership Meeting in Seattle and
that I was going to do something
for IAAD. Not long after, Lori
Shogren, the Special Projects
Coordinator at NAF asked me if I would like
to consider becoming the NAF Central Texas
Ambassador. I was thrilled!
I hope that Joe’s tissue will be helpful at some
point in ataxia research. I have been very fortunate to gain so many friends on Facebook as well
as within the NAF. This is what keeps me going.
I want to believe that in some way, both Joe and
I are making a difference in someone else’s life.
Joe will always be my inspiration, and now I have
so many others out there, that I feel you all are
helping me to deal with my loss.
Please visit Joe’s website, www.joethell.com, and
learn more about what a great kid he was! His
smile will stay with you.
I love you, Joe! — Mom
“I saw Heaven with a Simple little Smile”
❖
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Caregiver’s Corner
NAF has permission to reprint the following excerpts from the “The Comfort of Home” series.

Universal Precautions /Handling Body Fluids
Yikes, More Super Bugs! –
Swine Flu (H1N1), C. diff and MRSA
Swine Flu (H1N1)
Swine f lu, also called H1N1, is a new strain
of inf luenza first noticed in humans in April
2009. The virus spreads from person to person,
in much the same way that regular seasonal
inf luenza viruses spread.
The H1N1 virus spreads when infected people cough or sneeze and infected droplets get on
their hands, other surfaces, or are dispersed into
the air.
To stay healthy:
• Avoid close contact with people who appear
unwell.
• Wash your hands often with soap and water.
• Cover your mouth and nose with disposable
tissues when coughing and sneezing. Cough into
your elbow if you don’t have tissues.
• Avoid touching your eyes, nose or mouth.
C. diff
The nasty superbug Clostridium difficile (commonly called C. diff ) causes severe diarrhea.
To avoid getting a C. diff infection, disinfect
your bathroom with a bleach solution and vigorously wash your hands with soap and water.
Using a bleach solution to clean the rooms of
infected persons is also important, because C.diff
forms hardy spores that aren’t killed by some
cleaners.
MRSA
Methicillin-resistant Staphylococcus aureus
(MRSA) lives in the human nose. But following
a bout of inf luenza, these bugs can slide down
into the lungs to cause pneumonia. They can also
spread from nose to hand to skin, where they

may cause boils, abscesses, or serious infections
of the skin and underlying tissues. MRSA can
invade the bloodstream to cause life-threatening
infections.
Protect yourself, your family, and the person
in your care by washing your hands regularly;
alcohol-based rubs are best for MRSA. Don’t
share personal items like razors or towels. Avoid
direct contact with infected people.
Source: World Health Organization, www.who.
int; Centers for Disease Control, www.cdc.gov;
www.health.harvard.edu/men.
Cleaning Techniques
Good cleaning techniques will reduce the
chance of infection in the home. Although using
gel hand sanitizers helps kill germs, the frequent
physical action of washing and rinsing hands is
recommended.
Caregiver Hand-washing
✔ Hand-washing is the single most effective
way to prevent the spread of infection or germs.
✔ Use bottle-dispensed hand soap.
✔ If the person in your care has an infection,
use antimicrobial soap.
✔ Rub your hands for at least 30 seconds to
produce lots of lather. Do this away from running water, so that the lather is not immediately
washed away.
✔ Use a nailbrush; keep nails trimmed. Do not
wear artificial fingernails or extenders if caregiver
duties include direct contact with people at high
risk for infection.
✔ Wash front and back of hands, between
fingers, and at least two inches up your wrists.
Continued on page 26
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Caregiver’s Corner
Continued from page 25
✔ Repeat the process.
✔ Dry your hands on a clean towel or a paper
towel.
The frequent use of alcohol-based hand rub
immediately following handwashing with nonantimicrobial soap may increase the frequency of
dermatitis (red or itchy skin).
Disposal of Body Fluids
✔ Wear disposable gloves (recommended for
handling all body f luids).
✔ Flush liquid and solid waste down the toilet.
✔ Place used dressings and disposable (throwaway) pads in a sturdy plastic bag, tie securely, and
place in a sealed container for collection.
TIP: If urine is highly concentrated due to a
bladder infection or dehydration, do not use
bleach. The combination of ammonia in the
urine and bleach can cause toxic fumes.
Taking Care of Yourself –
Alcohol and the Holidays
Be safe on the roads: December is National Drunk

New NAF Toolbar
We have something new and exciting we’d
like to share with you: it’s the new National
Ataxia Foundation toolbar! Once added to
Internet Explorer or Firefox, each time you
shop at more than 1,300 stores – from
Amazon to Zazzle! – a percentage of your
purchase will automatically be donated to
NAF at no cost to you. And you may even
save money as the toolbar provides hundreds of great coupons and deals!
The toolbar also has a search box and
each time you search the Internet, about a
penny is donated to the Foundation.
And please pass this along to all of your
friends. Adding this toolbar to your browser
can make a lifetime of difference!
Get the toolbar NOW! www.goodsearch.
com/toolbar/national-ataxia-foundation-naf.
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and Drugged Driving Prevention Month.
Every day 36 people in the United States die
and approximately 700 more are injured in
motor vehicle crashes that involve an alcoholimpaired driver. Also, drinking too much alcohol
can raise blood pressure. It can harm the liver,
brain, and heart. Alcoholic drinks also contain
calories, which matter if you are trying to lose
weight. What to do:
• Limit intake to two drinks per day for men
and one for women.
• The nationwide legal limit is a blood alcohol
concentration level of .08 percent.
• Do not drink and drive! Select a designated
driver. Drivers under the inf luence face heavy
fines, license suspension, and even jail. More importantly, alcohol significantly impairs judgment
and the ability to safely operate a vehicle.
Source: http://www.cdc.gov/MotorVehicleSafety/
Impaired_Driving; National Highway Traffic
Safety Administration
Examine Your Holiday Routine
As caregiver for an older adult, pressure from
family and friends to continue with traditional
holiday celebrations can add to your stress. Be
realistic. Think about what you and your loved
one need, not what others expect of you.
Good Hand Hygiene in the
Hospital Saves Lives
Each year in the United States hospitalized
patients pick up more than a million infections
while being treated for something else.
You can help prevent infections by asking your
doctors, nurses and visitors to wash their hands.
Doctors and nurses encourage you to remind
them to wash their hands.
Source: U.S. Department of Health and Human
Services; Centers for Disease Control and Prevention.
©2009 CareTrust Publications LLC.
All rights reserved. Reproduction of any component
of this publication is forbidden without a license from
the publisher.
❖
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The Board of Directors of the National Ataxia Foundation
Cordially Invites You to the 2010 Annual Membership Meeting

“Winds of Progress”

Dates: March 12-14, 2010

Location: Hyatt Regency O’Hare
9300 Bryn Mawr Ave.
Rosemont, IL 60018
(847) 696-1234 Fax: (847) 698-0139

Advance Registration Fee for NAF members or Spouse/Caregiver:
A low registration fee of $55 per person gains you complete access to General Sessions, as
well as participation in exhibits, breaks, the Friday Night Reception, and the Saturday Evening
Banquet. Sign up early to get this low advance rate!
Advance Registration Family Rate:
(This rate is applied to NAF members, their spouse/caregiver and children under 18 only!)
$55 per person with a maximum fee of $220.

Non-Member Advance Rates:
If you are not a current paid member of NAF, the advance registration rate is $110 per person
with a $440 maximum for families.

Late Registration or Registration at the Door (NOT RECOMMENDED):
The fee for registrations postmarked after February 8, 2010 is $80 per person for NAF Members
($320 maximum for families) and $135 for non-members ($540 maximum for families).
PLEASE NOTE: The Registration Fees
DO NOT include hotel or transportation fees!

Instructions for Registration:
1. Complete the enclosed registration form and mail, with your payment, to NAF office. Please
fill out the form completely. The requested information is necessary to complete preparations for the meeting.
2. Registration Fees. If you plan to attend either just the conference or just the banquet, the full
per person fee will still be charged. If you are bringing your children to the meeting, the
following fees will be charged: children two years and under are free; children three years and
over will be charged the full meeting fee.
3. Childcare services will not be provided by NAF or its local volunteers.
4. Complete and return both pages of the Registration form by February 8, 2010. Please fill out
the name portion of the registration exactly as you would like it to appear on your name badge.

Registration Deadline is February 8, 2010

Please complete both pages of the registration form and return to the following address:
National Ataxia Foundation, 2600 Fernbrook Lane, Suite 119, Minneapolis, MN 55447-4752
(763) 553-0020 Fax: (763) 553-0167 E-mail: naf @ataxia.org
For your convenience, a return envelope has been provided in this issue
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2010 NAF Annual Membership Meeting Agenda
Please Note: Due to circumstances beyond our control, this meeting agenda is subject to change.

THURSDAY, March 11

Event

Location

Time

Location

Time

NAF Registration ...................................... Grand Ballroom D ....................................................... 8:00 a.m. - 9:00 p.m.
Leadership Meeting .................................. United A ....................................................................... 1:00 - 4:00 p.m.
Internet Group .......................................... Midway ........................................................................ 7:00 - 9:00 p.m.

FRIDAY, March 12

Event

NAF Registration ...................................... Grand Ballroom D ....................................................... 7:30 a.m. - 5:30 p.m.
Exhibitors .................................................. Grand Ballroom Foyer ................................................ 8:00 a.m. - 5:30 p.m.
General Sessions ..................................... Grand Ballroom A-C ................................................... 8:00 a.m. - 12:30 p.m.
Nintendo Wii Demonstration .................... Lindbergh .................................................................... 10:00 a.m. - 2:00 p.m.
Lunch ........................................................ On Your Own .............................................................. 12:30 p.m.
Birds of a Feather (see below) ................. Various Meeting Rooms ............................................. 2:00 - 5:00 p.m.
Chicago Style Pizza Reception ................ Grand Ballroom A-C ................................................... 7:00 - 9:30 p.m.
Video: “It’s About Living” ........................... Grand Ballroom A-C ................................................... 9:30 - 10:45 p.m.
“It’s About Living” is a collaborative project created by advocates of health care and people living with chronic conditions.
The film follows the daily struggles and triumphs of five individuals living with serious illnesses and navigating the health
care system. The video is available for purchase at www.caringvoices.info.

Friday General Sessions

Time
Speaker
Topic
8:00 a.m. ............ Arnie Gruetzmacher, AMM Chair ............ Welcome & Opening Remarks
8:30 a.m. ............ Susan Perlman, MD ................................ Ataxia 101
9:00 a.m. ............ Wendy Galpern, MD, PhD ...................... Therapy for Ataxia: How Do We Get There?
9:30 a.m. ............ Allison Ebert, PhD ................................... Stem Cells – Impact on Ataxia
10:00 a.m. .......... Martin Lavin, PhD .................................... AOA and Other Recessive Ataxias
10:30 a.m. .......... Tetsuo Ashizawa, MD, FAAN .................. Ataxia Patient Registries
11:00 a.m. ........... Joanna Jen, MD, PhD ............................. Episodic Ataxia and EA Registry
11:30 a.m. ........... Harry Orr, PhD ......................................... Ataxia Research Review
Noon ...................................................................................... Q&A Panel
12:30 p.m. .............................................................................. LUNCH

Birds of a Feather

Birds of a Feather Informal Groups will meet from 2:00 - 5:00 p.m. in various meeting rooms. Please check the hall signs
for your specific group’s location. Tentative room assignments are listed below.
Session

Location

Notes

Ataxias
SCA1 .................................................... Lambert Room
SCA2 .................................................... Seatac Room
SCA3 .................................................... Grand Ballroom B
SCA6 .................................................... John Wayne Room
All other SCAs ...................................... Grand Ballroom A .................. Any SCA other than 1, 2, 3, or 6
Sporadic/MSA ...................................... McCarran Room
Friedreich’s Ataxia ................................ Grand Ballroom C
Unknown/Episodic/AOA 1 & 2 .............. O’Hare B Ballroom ................ Attend if you do not know your type of ataxia
Parents ..................................................... DFW A & B Room .................. Physicians will join the group for the final hour
Caregivers ............................................... O’Hare C Ballroom ................ See below*
Spouses ................................................... O’Hare A Ballroom ................. See below*

*Due to the privacy of the issues talked about in these sessions, we encourage those with ataxia to attend the BOF sessions for ataxians.

View the latest information available about the Annual Membership Meeting on our Web site, www.ataxia.org.
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2010 NAF Annual Membership Meeting Agenda
Please Note: Due to circumstances beyond our control, this meeting agenda is subject to change.

SATURDAY, March 13

Event

Location

Time

NAF Registration ...................................... Grand Ballroom D ....................................................... 7:30 a.m. - 5:30 p.m.
Exhibitors .................................................. Grand Ballroom Foyer ................................................ 8:00 a.m. - 6:00 p.m.
General Sessions ..................................... Grand Ballroom A-C ................................................... 8:00 a.m. - 12:30 p.m.
Nintendo Wii Demonstration .................... Lindbergh .................................................................... 10:00 a.m. - 2:00 p.m.
Lunch ........................................................ On Your Own .............................................................. 12:30 p.m.
General Sessions ..................................... Grand Ballroom A-C ................................................... 2:00 - 5:00 p.m.
Silent Auction ............................................ Grand Ballroom D ....................................................... 3:30 - 7:30 p.m.
Catholic Service ........................................ Lambert ....................................................................... 6:00 - 6:45 p.m.
Non-denominational Service .................... John Wayne ................................................................ 6:00 - 6:45 p.m.
NAF Banquet ............................................ Grand Ballroom A-D ................................................... 7:00 p.m.

Saturday General Sessions

Time
Speaker
Topic
8:00 a.m. ............ Jeremy Schmahmann, MD ..................... Wired! How Cerebellar Connections
Determine Functional Roles
8:30 a.m. ............ Victoria Staszak, RN, MS/MDA ............... Practical Aspects of Living with Ataxia Overview
8:50 a.m. ............ Elaine Smith, OTR /L ............................... Occupational Terapy
9:20 a.m. ............ Roger Fong, MPT .................................... Physical Therapy
10:00 a.m. .......... S.H. Subramony, MD .............................. Medications and Management
10:30 a.m. .......... Heather Connors, MS, CCC/SLP ........... Speech and Swallowing
Jennifer Legge, MS, CCC/SLP
11:30 a.m. ........... Q&A Panel
Noon ...................................................................................... LUNCH
1:30 p.m. ............ Kyle Bryant .............................................. Adaptive Sports and Fitness
2:00 p.m. ............ Lisa Dellafave-Castillo, MS, GCC ........... Genetic Testing
2:30 p.m. ............ John Rolland, MD .................................... Psychological Aspects of Genetic Testing
3:00 p.m. ............ Kathryn Norcross Black, PhD ................. Emotional Aspects of Living with Ataxia
3:30 p.m. ............ Mary Anne Ehlert, CFP ........................... Financial Planning
4:30 p.m. ............ Q&A Panel
7:00 p.m. ............ NAF Banquet
8:00 p.m. ............ Christopher Gomez, MD, PhD ................ AIM Review
8:30 p.m. ............ Music by Dreamcatcher Productions

SUNDAY, March 14

Event

Location

Time

NAF Registration ...................................... Grand Ballroom D ....................................................... 7:30 - 11:00 a.m.
Exhibitors .................................................. Grand Ballroom Foyer ................................................ 8:00 a.m. - noon
Business Meeting ..................................... Grand Ballroom A-C ................................................... 8:00 - 8:30 a.m.
General Sessions ..................................... Grand Ballroom A-C ................................................... 8:30 a.m. - 1:00 p.m.

Sunday General Sessions

Time
Speaker
Topic
8:30 a.m. ............ James Rusche, PhD ............................... FA/HDAC Inhibitors
9:00 a.m. ............ Laura Ranum, PhD ................................. New Developments in SCA Research
9:30 a.m. ............ Grazia Isaya, MD, PhD ........................... FRDA Research / Clinical Trials Update
10:00 a.m. .......... Sid Gilman, MD ....................................... Diagnosis and Management of Sporadic Ataxia
10:30 a.m. .......... Hank Paulson, MD, PhD ......................... RNAi Research
11:00 a.m. .......... Arnulf Koeppen, MD ................................ What is OPCA? Insights from Imaging and Neuropathology
11:30 a.m. .......... George Wilmot III, MD, PhD ................... What We Have Learned
Noon .................. Q&A Panel
12:30 p.m. .......... Arnie Gruetzmacher, AMM Chair ............ Closing Remarks
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2010 NAF Annual Membership Meeting Registration
1. *Name: _______________________________
Name on Badge: _______________________
*Address: _____________________________
*City/ State/ Zip: ________________________
Country: ________ *Phone: ______________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0-12) ❒ PCA
2. *Name: _______________________________
Name on Badge: _______________________
*Address: _____________________________
*City/ State/ Zip: ________________________
Country: ________ *Phone: ______________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0-12) ❒ PCA
3. *Name: _______________________________
Name on Badge: _______________________
*Address: _____________________________
*City/ State/ Zip: ________________________
Country: ________ *Phone: ______________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0-12) ❒ PCA
4. *Name: _______________________________
Name on Badge: _______________________
*Address: _____________________________
*City/ State/ Zip: ________________________
Country: ________ *Phone: ______________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0-12) ❒ PCA
5. *Name: _______________________________
Name on Badge: _______________________
*Address: _____________________________
*City/ State/ Zip: ________________________
Country: ________ *Phone: ______________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0-12) ❒ PCA
*Indicates required information. PCA = Personal Care Attendant.

Please indicate the type of ataxia you have or the
distinct relationship you have with an individual
affected by ataxia. This designation will help us
plan adequately for our Birds of a Feather session.
❒ SCA1
❒ SCA3
❒ All other SCAs
❒ SCA2
❒ SCA6
❒ Sporadic/MSA
❒ Parent
❒ Unknown/episodic/AOA
❒ Spouse
❒ Friedreich’s
Assist Dog Name:
❒ Caregiver (non-spouse)

Please indicate the type of ataxia you have or the
distinct relationship you have with an individual
affected by ataxia. This designation will help us
plan adequately for our Birds of a Feather session.
❒ SCA1
❒ SCA3
❒ All other SCAs
❒ SCA2
❒ SCA6
❒ Sporadic/MSA
❒ Parent
❒ Unknown/episodic/AOA
❒ Spouse
❒ Friedreich’s
Assist Dog Name:
❒ Caregiver (non-spouse)

Please indicate the type of ataxia you have or the
distinct relationship you have with an individual
affected by ataxia. This designation will help us
plan adequately for our Birds of a Feather session.
❒ SCA1
❒ SCA3
❒ All other SCAs
❒ SCA2
❒ SCA6
❒ Sporadic/MSA
❒ Parent
❒ Unknown/episodic/AOA
❒ Spouse
❒ Friedreich’s
Assist Dog Name:
❒ Caregiver (non-spouse)

Please indicate the type of ataxia you have or the
distinct relationship you have with an individual
affected by ataxia. This designation will help us
plan adequately for our Birds of a Feather session.
❒ SCA1
❒ SCA3
❒ All other SCAs
❒ SCA2
❒ SCA6
❒ Sporadic/MSA
❒ Parent
❒ Unknown/episodic/AOA
❒ Spouse
❒ Friedreich’s
Assist Dog Name:
❒ Caregiver (non-spouse)

Please indicate the type of ataxia you have or the
distinct relationship you have with an individual
affected by ataxia. This designation will help us
plan adequately for our Birds of a Feather session.
❒ SCA1
❒ SCA3
❒ All other SCAs
❒ SCA2
❒ SCA6
❒ Sporadic/MSA
❒ Parent
❒ Unknown/episodic/AOA
❒ Spouse
❒ Friedreich’s
Assist Dog Name:
❒ Caregiver (non-spouse)
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2010 NAF Annual Membership Meeting Registration

In an effort to reduce our environmental impact and cut costs, NAF will send out all pre-registration
materials through e-mail. For those individuals who do not have an e-mail address we will accommodate
your needs by sending materials through postal mail. If you have an e-mail address, we encourage you to
include it in your registration to help us in this financial and environmental preservation effort.

TRAVEL INFORMATION
Flying? ❒ Yes ❒ No If no, how will you be traveling (i.e., driving, bus)? __________________________
For parking arrangements at the hotel we need to know if you will be driving a van with a lift: ❒ Yes ❒ No
Air Carrier: _______________________________ Flight Number: _____________________________
Arrival Date/Time:__________________________ Hotel Check-in Date: _________________________
Departure Date/Time: _______________________ Hotel Check-out Date:________________________
Please complete the following table for each person:
1. Is this your first NAF Annual Meeting?

2. Are you attending the Saturday evening banquet?
(included with your registration fee)

Y or N

#1

#2

#3

#4

#5

Y or N

3. If you are attending the Banquet, you have the following options:
Main option, which is gluten-free (M), Vegetarian (V), Vegan (VE)
or Kosher (K). Please indicate your preference.
M, V, VE or K
4. Will you be using a Scooter (S), Manual Wheelchair (M),
Electric Wheelchair (E), or a Walker (W)?
Blank, S, M, E or W

5. Are you a current paid member of NAF? (If you are not
sure of your status, contact NAF before submitting.)

Y or N

By attending the 2010 NAF Annual Membership Meeting you give your consent, unless you notify us otherwise, to use your
image captured during the conference through video, photographs, or digital imagery, to be used by the National Ataxia
Foundation in promotional materials, publications, and web site and waive any and all rights to these images.

Handout Survey
In our efforts to reduce costs and create an environmentally-friendly meeting, we’d like to ask your opinion
about the format in which you receive presentation handouts at the meeting. Your responses will be used
for planning purposes only, and do not directly indicate the specific method in which you will receive handouts at the 2010 Annual Membership Meeting. We appreciate and thank you for your feedback.
1. Would you like the option to receive presentation handouts exclusively electronically
(either on a disk or through an e-mail)?
❒ Yes
❒ No
❒ Don’t know
2. Please indicate your reaction towards receiving meeting handouts for each method below using the
following scale: (1) strongly like, (2) like, (3) neither like nor dislike, (4) dislike, (5) strongly dislike:
___ In an e-mail, prior to the meeting
___ In an e-mail, after the meeting
___ On a disk, distributed at the meeting
___ On paper, made available upon request, distributed after the meeting
___ On paper, distributed at the meeting prior to or during presentations
___ No opinion
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2010 NAF Annual Membership Meeting Registration
Payment Information for NAF MEMBERS

Registration Fee for INDIVIDUAL Members and Spouse/Caregiver
Note: The member rate is extended to one caregiver per member.
FAMILY RATE (Applies to NAF members who have a Household,
Patron, or Lifetime Membership. This includes members, their
spouses and children under 18 only!) Maximum: $220

Late Registration for NAF Members (Includes all registrations
postmarked after Feb. 8 and all registrations at the door )
Payment Information for NON-NAF MEMBERS
Registration Fee for Non-NAF Members

FAMILY RATE for Non-NAF Members (Maximum family
rate for individuals, their spouses and children under
18 who are not members of NAF) Maximum: $440

Late Registration for Non-NAF Members (Includes all registrations postmarked after Feb. 8 and all registrations at the door )

Amount
$55 ea.

Quantity

Total

Quantity

Total

Quantity

Total

$55 ea.
or maximum
$220
$80 ea.

Amount

$110 ea.

$110 ea.
or max. $440
$135 ea.
or max. $540

Take advantage of the MEMBER RATE and JOIN TODAY!

Yes, I would like to be a member of NAF! Please add an ADDITIONAL
❒ $25+ (Annual Individual) ❒ $45+ (Annual Household)
❒ $45+ (Annual Professional) ❒ $100+ (Annual Patron) ❒ $500 (Lifetime)
____ Add $15 for Addresses outside the United States

You may register for the meeting as a member if you sign up today!

Yes, I’d like to help others attend an annual meeting in the future!
Here is my sponsorship contribution!
❒ $55 (Offset of Registration) ❒ $250 (Travel Grant)
❒ Other: _____________ (Any amount is helpful!)
TOTAL CHARGES:

PAYMENT INFORMATION: ❒ Visa ❒ MasterCard ❒ Discover ❒ Check enclosed

Name of Card Holder: ___________________________________________________________________________

Address: _____________________________________________________________________________________

City:__________________________________ State: __________ Zip: ____________ Country: _______________
Phone Number: _____________________________ E-mail: ___________________________________________

Credit Card Number: ________________________________________ Expiration Date: ______________________

Signature of Card Holder: ____________________________________

Registration Deadline is February 8, 2010

Please complete all three pages of the registration form and return to the following address:
National Ataxia Foundation, 2600 Fernbrook Lane, Suite 119, Minneapolis, MN 55447-4752
(763) 553-0020 Fax: (763) 553-0167 E-mail: naf @ataxia.org
For your convenience, a return envelope has been provided in this issue
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‘Sailing’ in the Sand in
Novel Powered Beach Chair
By Dianne Blain Williamson
powered beach chairs for daily rental. Delivery
The “Blain Sisters” love the beach. Having
and pick-up is available for an additional fee.
grown up just 15 miles north of Dauphin Island,
Rental includes the recharger and a security lock.
AL, on the Gulf of Mexico, Beverley Blain
Wright and Dianne Blain Williamson (Alabama
Bev rented her chair for five days, and really
Ambassador) have spent many days on pristine
enjoyed it. There was a short period of adapting
white sands adjacent to warm gulf water.
to its particular joy-stick sensitivity and maneuvering style (and relatively slow speed). Not
Two years ago, the sisters celebrated Bev’s 50th
needing a person to push it, this motorized chair
birthday by renting a beach house at Gulf Shores.
allowed her to take “private rolls” on the beach,
At the time, Bev, who has SCA3, used a walker,
and to pick up shells herself
which was impossible to use on
(using a short net scoop). Access
soft sand. Dianne purchased a
to the beach (over the environused jogging stroller from a
mentally protected dunes) was
thrift store for Bev to try. Haveasy via the ramped boardwalk
ing three thick inf lated tires,
at the resort where the sisters
hand brakes, and a removable
vacationed. There were several
infant seat (to provide space for
sheltered and convenient locabeach items), the jogging
tions on-site where we could
stroller worked very well as a
have parked and charged the
walker in the soft sand.
chair overnight—we used the
The 2009 birthday beach trip
lobby of the building we stayed
presented new challenges since
in.
Bev now uses a motorized
Jerry and Mary were great to
chair almost exclusively. While
Beverley Blain Wright
work with, readily available, and
searching online for the regular
provided a helpful consultation. By coincidence,
beach wheelchairs to rent (the ones with the
their home business was near the resort where
huge inf lated tires), the sisters were delighted to
Bev and Dianne rented a condo. Also, both the
discover a Gulf Shores business which rents
chair rental business and the resort are adjacent
motorized beach wheelchairs, allowing the user
to a national nature reserve with accessible trails,
an independence not afforded in the push-style
and the powered beach chair allows trail accessibeach wheelchairs.
bility not provided by regular powered or
Jerry and Mary Nosello founded and operate
manual chairs. The online brochure is available
Beach Power Rentals; located on the Ft. Morat www.beachpowerrentals.com. For information
gan Road west of Gulf Shores. Jerry has ALS and
on the wheelchair-friendly (and beautifully landuses a wheelchair. Modeling his idea after a West
scaped) condominium resort community nearby,
Coast gentleman who makes and sells (but does
please contact Dianne Williamson at (256) 828not rent) powered beach chairs, Jerry designed
4858 or e-mail her at DianneBW@aol.com. ❖
and built a small inventory of different-sized
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From the Desk of the Executive Director
As of this writing, the National Ataxia Foundation is reviewing nearly 40 important ataxia
research applications from around the world.
Researchers from eight countries have applied
for funding, with applications focusing on many
of the SCAs, Friedreich’s ataxia, AOA, Episodic
ataxia, Sporadic ataxia, A-T, and others. The
quality of this year’s applications is outstanding
and the funding award announcements of these
promising research studies will be available on
NAF’s Web site, www.ataxia.org, in early January
2010 and in the next issue of
Generations.
This is also a very busy time
at the Foundation planning for
the 3rd International Ataxia
Investigators Meeting (AIM).
This meeting for ataxia researchers will bring worldleading ataxia scientists and
clinicians together with extraordinary young investigators who
have shown great promise in
their early careers in ataxia
research. This three-day confer- Michael Parent
ence will offer world leading ataxia researchers
an opportunity to share their cutting-edge ataxia
research and to recognize outstanding young
investigators in the field of ataxia research. The
AIM also brings these remarkable researchers
together to encourage cooperation and collaboration and to help accelerate world-wide ataxia
research.
In addition, plans are nearly complete for the
National Ataxia Foundation’s 53rd Annual
Membership Meeting to be held in Chicago, IL
on March 12-14, 2010 at the Hyatt Regency

O’Hare Hotel. The Chicago Ataxia Support
Groups will be hosting the 2010 conference. The
program for this meeting is exceptional and
offers the latest information on ataxia research,
updates on clinical trials, psychological aspects of
genetic testing, emotional aspects of living with
ataxia, financial planning, adaptive sports and
fitness, and much more. This issue of Generations
will provide you the latest information on the
conference along with registration forms. I look
forward to seeing you in Chicago!
NAF continues to develop and
update various ataxia publications and now has available a few
ataxia fact sheets in Spanish.
Additional NAF publications
are currently being translated
into Spanish and will be available
soon on the Foundation’s Web
site, www.ataxia.org.
I would like to take this
opportunity to thank all of the
NAF Chapters, support groups,
ambassadors, and members who
conducted an International
Ataxia Awareness Day (IAAD) event. From
NAF Walk n’ Rolls, garage sales, bike rides,
silent auctions, dinner gala events, proclamations, ataxia community picnics, and the like, the
word “ataxia” is being spread from coast to coast.
Because of you, IAAD continues to grow each
year in raising greater ataxia awareness and in
raising funds to support the important work of
the National Ataxia Foundation. Thank you to
all the event organizers, donors, sponsors, and
volunteers. Your efforts help shape a brighter
future for all of us. Thank you!
❖

The deadline for the Spring 2010 issue of Generations
is February 26, 2010. Contact information appears on page 2.
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A Celebration of
International Ataxia
Awareness Day
The 10th annual International Ataxia Awareness Day was observed on September 25. Many individuals,
support groups, and ambassadors held special events to recognize the occasion.
Northeast Florida Ataxia Support Group
The NE Florida Ataxia Support Group celebrated International Ataxia Awareness Day at
Aunt Kate’s Restaurant in Saint Augustine. We
wore as much ataxia paraphernalia as we could
find and we created a lot of awareness with our
good-natured laughter and general rowdiness.
Detroit Area Ataxia Support Group
By Deborah McClain
On Sept. 26, the Detroit Area Ataxia Support
Group held its first IAAD Walk n’ Roll at the
beautiful Tri-Centennial State Park on the
Detroit River waterfront. It was a beautiful,
slightly overcast, cool, crisp day but our members and their families and friends came out to
lend support to our worthy cause.
Our support group leader, Tanya Tunstull,
worked tirelessly to ensure that our group played
a vital role in getting the information out about

Photo courtesy Ann Mayo

Members of the Detroit Ataxia Support Group
at their first Walk n’ Roll event.

The Northeast Florida Support Group
celebrates IAAD.

IAAD by doing radio interviews and submitting
press releases to news stations. The day started at
10 a.m. with registration, and at 11 a.m. we had
words from Dr. Paulson, a neurologist at the
University of Michigan in Ann Arbor.
Following that, our walk began and people
took their time walking and rolling through and
around the park taking in the beautiful sight of
the river, the lighthouse, and the Canadian border across the river. Passersby who had no prior
knowledge of the walk joined with us and gave
donations. The D. J. played and the food, fun,
and fellowship were great. The day was spectacular and all had a wonderful time in our efforts to
assist in supporting additional ataxia research.
Thanks to all committee members of the
support group including Steve, Judy, Larry,
Randy and Sherry, Jamie and Marshall, and
Continued on page 36

Gen_0904_33-44.qxp:Layout 1

12/14/09

5:24 PM

Page 36

Page 28

Generations

International Ataxia Awareness Day
Continued from page 35
Deborah for their work. And special thanks to
Larry and the Boy Scouts Troop for all their help
in setting up and support throughout the day!

of the Walk n’ Roll Planning Committee. In a
competition held to recognize the top three
pledge collectors, Linda came in first.
There were over 60 volunteers working at the
event. The Planning Committee members were
Earl McLaughlin, Ann Foster, Pat Ward, Jane
Jaffe, Joan Hay, Lisa Jaffe, June Wood, Pamba
Carolan, Linda Anderson, Jacque Clayton, Marilyn Saunders, Harold Ward, Larry Jaffe, Walter
Wallenborn, Roger Wood, Alex Armenta, Mike
Slavin and Karen Smith.
Sponsors of Walk n’ Roll were Century 21
Award, Farmer Insurance–Clinkenbeard Agency,
Sempra Employee Giving Network, Cookies by
Design, Horizon Hospice, Nicholas Woods
Friedreich’s Ataxia Foundation, Rosie’s Rentals,
Sing-A-Long Tunes, Southwestern REACT,
T-shirt Mart, Unified Port of San Diego, Viejas
Band of Kumeyaay Indians, Ben Bridge
Jewelers, Inferno Productionz, Best Buy–El
Cajon, Courtyard by Marriott–Liberty Station,
Hilton–Los Angeles Airport, Marriott–Los
Angeles Burbank Airport, Raceplace magazine,
and Therapeutic Asian Bodywork.
The Fourth Annual Charley McLaughlin Walk
n’ Roll for Ataxia will be held in honor of David

Gladden on Saturday, Sept. 25, 2010.

Photo submitted by Pat Ward (Earl’s proud Mom)

San Diego Walk n’ Roll for Ataxia 2009
By Earl McLaughlin
The San Diego Ataxia Support Group celebrated International Ataxia Awareness Day by
holding the Third Annual Charley McLaughlin
Walk n’ Roll for Ataxia, honoring Linda Anderson. The Walk n’ Roll took place on the bayfront in beautiful downtown San Diego.
At the event, 275 walkers and rollers helped
raise awareness of ataxia, and $27,000 for ataxia
research. “This was a tremendous success,” said
Earl McLaughlin, Group Leader and Chairman
of the event. “We got more in donations than last
year, which is phenomenal in this economy” he
added. “We also had more participants.”
Walk n’ Roll San Diego was named in memory
of Charley McLaughlin, who passed away from
complications of Friedreich’s Ataxia in 2007.
This year’s honoree was Linda Anderson, an active member of the support group and a member

Winter 2009-10

The San Diego Ataxia Support Group planning committee is shown presenting our fearless leader,
Earl McLaughlin, with a picture of the USS Midway and the Kissing Sailor and Nurse Statue, the site
where our walk took place. Front row: Sharon Cameron, Ann Foster, Lisa Jaffe, June Wood, Jane
Jaffe, Earl McLaughlin, Pat Ward and Pip. Back row: Alex Armenta, Karen Smith, Jeff Smith,
Larry Jaffe, Roger Wood, Joan Hay, Linda Anderson, Walter Wallenborn, Harold Ward and Pamba
Carolan.
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Greater Atlanta Ataxia Support Group

Much fun was had by everyone that attended the
Greater Atlanta Ataxia Support Group IAAD
Picnic at West End Park on Lake Lanier.
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with us.
Chris Youso, a Physical Therapist from Reavis
Rehab and Wellness Center in Round Rock,
Texas was also one of our speakers. Chris spoke
on the importance of exercise and pointed out
that maintaining the muscles you do have is vital.
Modern Woodman of America provided us
with information on financial issues that may
occur with those who become disabled.
We also had face painting, free reiki treatments,
a snow cone machine, kid’s games, silent auction, raff le, music by Wake Eastman and the
Waymores, and food provided by Boot Scootin’
BBQ team.
It was a great day, we met great people, and we
are looking forward to next year’s event and our
new support group. I would like to extend a big
thank you to Sarah Hunt, my friend and web designer, for creating a wonderful Web site for us.
The event was held in memory of Joe Thell, for
more information visit www.joethell.com. To
date, we raised $3,600 and counting.

Members of the Greater Atlanta Ataxia Support
Group and their families receive a proclamation
from Georgia Governor Sonny Perdue.

Central Texas Ataxia Support Group
By Linda Crawley
The First Central Texas IAAD Walk n’ Roll
was a great success. We started out at the San
Gabriel Park in Georgetown, Texas, and walked
and rolled about three miles. We walked through
the Town Square and back again. There were approximately 40 participants. More folks joined
us later at the park for the festivities. We had families from, Dallas, Houston, San Antonio, Waco,
and of course the Austin Area.
Dr. Octavian Adam, Assistant Professor of
Neurology at University of Texas Medical
Branch in Galveston spoke about ataxia as well as
provided informative power points. It was an
honor to have him there to share his expertise

The Central Texas Ataxia Support Group held
their first Walk n’ Roll event.

Seek a Miracle Ataxia Group (SAMAG)
By Praveen, Satish and Chandu
SAMAG celebrated IAAD 2009 in India by
conducting an ataxia awareness meeting with
special attention on observing the importance of
Continued on page 38
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International Ataxia Awareness Day
Continued from page 37
IAAD. The meeting started with observing two
minutes of silence in memory of our late chief
minister of Andhra Pradesh (Dr.Y.S.R) who
passed away recently. The meeting was well conducted and hosted by Miss Shalini (event manager of SAMAG).

The SAMAG group celebrates IAAD 2009.

The appreciation of participation was given to
the SAMAG active volunteers (Ashwin, Janardhan, Vishnu, Murali, Vishal, Raghavender,
Vivek, Ramya, Arpitha, Maha Laxmi, Bharath
Raj, Manjula, and Srinivas). All the ataxians,
their family members, and friends expressed their
heartfelt words about the IAAD meeting and
SAMAG for taking such a good initiative in
working for the welfare of ataxians and also
working for betterment of our society.
Finally, a vote of thanks was given to the chief
guests and participants for sharing their views on
the occasion. A heartfelt thank you was expressed
to the entire SAMAG team (volunteers) for their
collective efforts as well as to SAMAG partners
like Lions club of Charminar, Sri Narayani
Peetham, Share a Service, NIIMS (Hyderabad),
Image Hospitals (Ameerpet, Hyderabad),
Confederations of NGOs of Rural India
(New-Delhi), National Ataxia Foundation
(USA), Babel Family (Milan, Italy).
Student Ataxia Ambassadors
at the Johns Hopkins University
By Justin Hsieh
The Student Ataxia Ambassador Program was
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established two years ago, in the spring of 2008,
by Johns Hopkins undergraduate student and
2009 Macklin Fellow Johanna Sheu, under the
supervision of Dr. Sarah Ying as the faculty
sponsor. The goal was to raise ataxia awareness
on the Johns Hopkins campus and in the Baltimore community. The first Ambassador class
consisted of six undergraduate students: Johanna
Sheu, Kathryn Sepelyak, Rebecca Williamson,
Salman Mohammed, Katie Fitzgibbon, and
Justin Hsieh. We learned about ataxia as a
disease, shadowed doctors at the Johns Hopkins
Ataxia Clinic, and spread awareness about ataxia
on the Johns Hopkins campus. Many members
of that inaugural class have graduated and have
gone on to medical and graduate schools, bringing their concern about ataxia research along
with them while spreading ataxia awareness
everywhere they go.
Now in its second year of existence, the program has 20 ambassadors: Ashley Aaroe, Anita
Bhamidipati, Michael Chu, Shannon Cooley,
Rohit Dasgupta, Caleb Fan, Hye Jeong Han,
Justin Hsieh, Aaron Jen, Grace Kang, Angela Li,
Brian Liu, Shayla Nagyl, Judy Penati, Sebastian
Salas-Vega, Naomi Sell, Sarah Smith, Melissa
Solis, Jimmy Suh, and Amy Wang. All the ambassadors are undergraduate students at the Johns
Hopkins University, majoring in neuroscience,
biology, or biomedical engineering. While each
of us has unique reasons for getting involved in
the Ataxia Ambassador Program, we have collectively identified three goals to accomplish: to
educate ourselves about ataxia, to raise public
awareness, and to promote ataxia research. In an
effort to accomplish these goals, for the first time
this year, the ataxia ambassadors hosted the
Ataxia Awareness Picnic.
On Sept. 26, 2009 students from Johns Hopkins, patients in the mid-Atlantic regions, and
members of the Baltimore community congregated at the Glass Pavilion on the Homewood
Campus of the Johns Hopkins University for the
Ataxia Awareness Picnic. Johns Hopkins dance
and a cappella groups, including the Sirens, 
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Laddy Ospanik (left) and Dr. Tom Clouse
enjoying the Ataxia Awareness Picnic on the
campus of Johns Hopkins University.

the Octopodes, Jaywalk, Shakti, the Allnighters,
the JHU Lion Dance Troupe, the Ladybirds, the
Mental Notes, Ole, the Eclectics, and Ketzev,
performed while students, patients, researchers,
clinicians, and community members mingled.
Students were able to learn about ataxia as a
disease, interact with patients, and learn what it
is like to live with ataxia. A Certificate of Special
Recognition was presented by U.S. Senator
Benjamin L. Cardin (D-MD) to the Johns
Hopkins Student Ataxia Ambassador Program
on the Occasion of Working to Increase Awareness and Promote Funding for Research. The
picnic is just one example of the type of event
the ambassadors hope to host in the future to
increase awareness about ataxia. In addition to
hosting more awareness events, we aim to begin
new volunteer projects around the Baltimore area
and to increase participation in ataxia research.
To find a cure to ataxia, ataxia research must
become a priority not only amongst health professionals, but also amongst students and people
nationwide. Therefore, the ultimate goal of the
Student Ataxia Ambassador program is to inspire
similar ataxia awareness programs at campuses
and communities around the country.
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Iowa Support Group IAAD News
By Emily Medina
I received a signed proclamation recognizing
International Ataxia Awareness Day from Iowa
State Governor Chet Culver after sending him
an email of request a few weeks prior to IAAD.
On Sept. 24 and 25, members of the Iowa
Ataxia Support Group set up a table with information about ataxia at the YMCA Healthy
Living center in Clive, IA. At the table we also
had NAF ataxia awareness bracelets, window
clings, and magnets for sale. During the day on
Sept. 25, I went to local mayors offices to ask
them to sign the proclamation. I received signatures from officials from the city of Des Moines
and the city of Clive. Recently the Urbandale
library has received books on ataxia, and hopefully will receive more in the future.
Celebrating IAAD in the
Village of North Syracuse, NY
By Mary Jane Damiano
I served as coordinator of IAAD for the Village
of North Syracuse again this year. This was my
10th year. I tried a new approach to increase the
awareness of ataxia: I held the IAAD ceremony at
the MDA Stride and Ride Event in Syracuse,
NY on Sept. 20. Several hundred people
attended. My idea was a success!
Village of North Syracuse Deputy Mayor
Diane Browning presented proclamations on
behalf of the Village of North Syracuse, City of
Syracuse, County of Onondaga, and State of
New York. She also conducted a candle ceremony symbolizing hope and unity. Several
volunteers staffed the IAAD table. They distributed bookmarks, posters, buttons, and information about ataxia. Breakfast was served. The
awareness of ataxia was greatly increased this
year.

Here’s your chance to be famous: Design an International
Ataxia Awareness Day t-shirt! See www.ataxia.org for details.
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NIH Announces Expansion of
Rare Diseases Clinical Research Network
19 New and Returning Consortia to be Awarded $117 Million
make great strides in understanding these disOn Oct. 5 the National Institutes of Health
eases,” said Stephen C. Groft, Pharm.D., direc(NIH) issued a press release regarding research
tor of NIH’s Office of Rare Diseases Research
funding that will positively impact those affected
(ORDR). “The network emphasizes collaboraby spinocerebellar ataxia and episodic ataxia.
tion not just among investigators from multiple
NIH will fund research to create and continue
patient registries, collect longitudinal clinical data
research sites but between investigators and
and determine genetic modifiers in some of the
patient advocates as well.”
SCAs. Below you will find excerpts from the
The direct involvement of patient advocacy
groups in network operations, activities, and
press release:
strategy is a major feature of the RDCRN. Each
“The National Institutes of Health announced
consortium in the network includes relevant
today a second phase of the Rare Diseases
patient advocacy groups in
Clinical Research Network
the consortium membership
(RDCRN) including funds
and activities. These patient
for 19 research consortia. The
Collaboration
is
a
advocacy group representaRare
Diseases
Clinical
tives serve as research
Research Consortia and a
critical element of
partners within their own
Data Management Coordirare
disease
research...
consortia. Collectively, the
nating Center (DMCC) will
be awarded a total of just over
Coalition of Patient Advocacy
$117 million over the next
Groups (CPAG) represents
five years. The research conducted with the new
the perspective and interests of all patient
funding will explore the natural history, epiadvocacy organizations associated with the
demiology, diagnosis, and treatment of more
RDCRN. The CPAG participants meet frequently throughout the year via teleconference
than 95 rare diseases.
and face-to-face meetings. They participate in
“The progress made by researchers through
network-level discussions and meetings. The
the network over the past six years is important
CPAG chairperson is a voting member of the
and impressive,” said NIH Director Francis S.
RDCRN Steering Committee.
Collins, MD, PhD. “We have shown that this
“This innovative program provides unique
approach can be a catalyst for progress in meeting
insights into the development of rare diseases as
the challenge of rare diseases, and we are eager to
launch this next phase of the program.”
well as therapeutic opportunities,” according to
A rare disease is defined as a disease or condiStory C. Landis, Ph.D. director of the NINDS.
tion affecting fewer than 200,000 persons in the
“The NINDS is proud to administer the
RDCRN data management coordinating center
United States. Approximately 6,500 such disoron behalf of the NIH.”
ders have been identified, affecting an estimated
One of the 19 funded consortia is the Clinical
25 million Americans.
Investigation of Neurologic Channelopathies
“Collaboration is a critical element of rare dis(CINCH). This group is interested in nervous
eases research and the partnerships represented
system channelopathies which includes 
in this program have tremendous potential to

“

”
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episodic ataxia. They received funding in the first
Rare Disease Clinical Research Network
and were granted funding for an additional two
years. Joanna C. Jen, MD, PhD, at UCLA,
Department of Neurology, a member of NAF’s
Medical and Research Advisory Board, is an
investigator within this consortium.
Newly funded was the Spinocerebellar Ataxia
– Clinical Research Consortium (SCA-CRC)
with an interest in SCA 1, 2 ,3 and 6. The
principal investigator for this research is one of
NAF’s Medical and Research Advisory Board
members, Dr. Tetsuo Ashizawa at University of
Florida, Gainesville.
An important part of the funding is the

involvement of patient advocacy groups. The
National Ataxia Foundation is a member of both
of these consortiums. It is important that those
affected by these types of ataxia participate in
the patient registries.
To become a part of the registry and learn more
information about this research endeavor, please
go to the Rare Diseases Clinical Research Network website at http://rarediseasesnetwork.epi.
usf.edu.
If you do not have access to the Internet but
would like to participate in these registries, call
Sue Hagen, Patient Services Director, at the
National Ataxia Foundation office at (763) 5530020 for more information.
❖

NAF Attends
CNS Meeting

Select Ataxia
Fact Sheets Are
Now Available
in Spanish

The 38th Annual Meeting of the Child
Neurology Society held Oct. 14 -17 was attended by 800 physicians and child neurologists. For the first time, the National Ataxia
Foundation had an exhibit booth at this
meeting. It was visited by many pediatric
neurologists who were interested in knowing
about the support groups and educational
materials that the NAF provides. Copies of
Dr. Perlman’s book “Evaluation and Management of Ataxic Disorders: An Overview
for Physicians” were available and well received as a resource for attendees to bring
back to their practices and institutions.
NAF ’s attendance at these types of medical meetings continues to build awareness
of the ataxia research funding available to
investigators and, in particular at this meeting the ataxias that affect children, such as
Friedreich’s ataxia, Ataxia Telangiectasia,
Spinocerebellar ataxia types 2 and 7, Ataxia
with oculo-motor apraxia types 1 and 2 as
well as other ataxias.
Neurologists who see patients with ataxia
asked to be added to the resource list that
the NAF maintains, which was an added
benefit in attending this meeting.

The National Ataxia Foundation is pleased
to announce that three fact sheets –
“Episodic Ataxia,” “Spinocerebellar ataxia
type 7,” and “Frequently Asked Questions
About Ataxia” have been translated into
Spanish.
We extend our thanks to Mark Dias, Peter
Anderson and the Genetic and Rare
Diseases Information Center at the National
Institutes of Health for making this work
possible.
Please refer your Spanish-speaking
friends to these resources, which can be
requested by e-mailing naf@ataxia.com or
by downloading the PDF files from our Web
site: www.ataxia.org/resources/publications.
aspx.
NAF would like to translate more ataxia
fact sheets into Spanish. Any individuals
who are interested in volunteering to assist
with this important translation project
should contact Sue Hagen at susan@
ataxia.org.

Gen_0904_33-44.qxp:Layout 1

Page 42

12/14/09

5:24 PM

Page 34

Generations

Winter 2009-10

Patient Registries
Patient Registries are important tools for
moving research forward. You are encouraged
to consider joining a registry.
If you have questions, please contact Sue
Hagen, Patient Services Director at the National
Ataxia Foundation at susan@ataxia.org or call
(763) 553-0020.
CINCH (Clinical Investigation of Neurologic
Channelopathies) is a collaborative effort of doctors, patient organizations, and federal health
agencies that want to learn more about
Andersen Tawil syndrome, the non-dystrophic
myotonias, and the episodic ataxias so that
ultimately they can offer better treatments to patients. Every patient can play an important part in
helping to find out more about channelopathies:
their cause, their symptoms, and potential treatments.
One very important way you can help is by
joining the Patient Contact Registry, and
possibly taking part in clinical research. Anyone

Call for SCA
Ataxia Research
Participants
Important research will be taking place in
the near future for SCA 1, 2, 3 and 6.
If you have a diagnosis for one of these
SCA’s, please send a brief e-mail with “SCA
Research” in the subject line of the e-mail
to naf@ataxia.org stating your name,
diagnosis and the city and state in which
you live.
You will be contacted by NAF with more
information when the research begins.
Please pass this information on to others
who may have a SCA 1, 2, 3 or 6 diagnosis.
If you do not have access to e-mail, please
call Sue Hagen at (763) 553-0020.

who is diagnosed with Andersen-Tawil
syndrome, non-dystrophic myotonia, or episodic
ataxia can join the contact registry. http://rare
diseasesnetwork.epi.usf.edu/cinch/index.htm.
National Ataxia Registry is a team effort of
the National Ataxia Foundation and the Cooperative Ataxia Group (CAG) to facilitate ataxia
research by maintaining information on patients
with ataxia and by allowing rapid contact between patients with specific forms of ataxia and
researchers who may want to do studies with
them. This web-based patient registry is nearing
completion and we encourage you to sign up on
NAF’s Eblast list which can be accessed on the
home page of www.ataxia.org so that you will
receive the announcement when the Registry is
available.
CRC-SCA is part of the Rare Diseases Clinical Research Network (RDCRN) which was
created to facilitate collaboration among experts
in many different types of rare diseases. The goal
is to contribute to the research and treatment of
rare diseases by working together to identify
biomarkers for disease risk, disease severity and
activity, and clinical outcome, while also
encouraging development of new approaches to
diagnosis, prevention, and treatment. A patient
contact registry is being developed and will be
available soon for persons with ataxia. Visit
http://rarediseasesnetwork.epi.usf.edu for more
information on this registry.
ResearchMatch has a simple goal – to bring
together two groups of people who are looking
for one another: (1) people who are trying to find
research studies, and (2) researchers who are
looking for people to participate in their studies.
It is a free and secure registry that has been developed by major academic institutions across the
country who want to involve you in the mission
of helping today’s studies make a real difference
for everyone’s future health. Visit www.research
❖
match.org for more information.
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Northern California
Ataxia Support Group
By Rebecca Douglass
At the October meeting of Northern California Ataxia Support Group (NCASG), we were
treated to two speakers: Mara Sifry-Platt, MS, a
genetic counselor from Kaiser, Sacramento, who
has a BS from UC Irvine and a MS from UC
Berkeley in Genetic Counseling; and Lily Servais, a student of the Genetic Counseling Program at California State, Stanislaus. The two
complemented each other, and the information
covered by their talk, “Genetic Testing and
Ataxia,” prompted many pertinent questions.
A report was given by Tina Menard about the
garage sale held on Sept. 26. All monies are not
in as of this date, but a figure of $2,500 to $3,000
was reported as profits to send to NAF. Tina did
a great job of coordinating the event.
The group held a discussion on the future of
our chapter. Deborah Omictin will be resigning,
and a leader is needed to replace her. Rebecca
Douglass has agreed to maintain the roster, as Jim
Flagg has been away from California for some
months now. Also, we are in need of someone
to update the NAF-NCASG Web site.
Also discussed was the possibility of changing
the meeting location from Lafayette; however,
the next meeting is scheduled for Jan. 9 at Our
Savior’s Lutheran Church in Lafayette.
Maine Ataxia Support Group
By Kelley Rollins and Bev Lister
On Oct. 17 the Maine Ataxia Support Group
met at the Casco Bay Freeport YMCA. After our
lunch our speaker Doreen Stone presented on
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the topic “How to deal with Anger and Frustration” of having ataxia. Doreen is a return speaker
and provides counseling services for individuals,
families and groups with disabilities. We had 10
members in attendance.
Our next meeting will be Jan. 16 at Governors
Restaurant in Portland for a holiday gathering.
Central Texas Ataxia Support Group
By Linda Crawley
At the first meeting of the Central Texas Ataxia
Support Group a variety of topics were covered.
Group members discussed personal information
about one another and which doctors each
person goes to. Other topics discussed included
stem cell therapy, deep brain stimulation, the
Annual Membership Meeting, and Dr. Perlman’s webinar.
Our meetings will continue to be held the first
Saturday of every other month. At our January
meeting our guests will be Kristy Owens and
Fran Stern, who are both occupational therapists
in Round Rock, TX. In March we plan to have
a nutritionist as our speaker.
Orange County Ataxia Support Group
By Theresa Gonzales
At our Aug. 16 meeting Daniel and Tim
organized for physical therapist Mary HudsonMcKinney to present how the Goodwill Fitness
Center accommodates exercise programs designed specifically for people with disabilities.
Also participating in the meeting was massage
therapist Terry Solomon, who offered massages
to all 19 of us in attendance.
Continued on page 44
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Chapter and Support Group News
Continued from page 43
On Sept. 26, the Orange County Support
Group collaborated with the Los Angeles
Support Group to host our first annual Walk n’
Roll for ataxia awareness. This event, in honor
and memory of Kay Bell (former OCASG
leader), was a tremendous success: we raised over
$30,000 in donations and had approximately 250
participants.
At our last meeting on Oct. 17, Elizabeth
Roberts from the Health Insurance Counseling
and Advocacy Program (HICAP) presented the
requirements and benefits of Medicare and
Medicaid (Medi-cal in the state of California). If
you need a personal consultation with HICAP,
please call (714) 560-0424 or 1-800-434-0222.
Chesapeake Chapter News
By Carolyn Davis
A group of 40 people gathered at the Johns
Hopkins Outpatient Center in Baltimore, MD,
June 27 for the second Support/Information
Group Meeting sponsored by the Ataxia Center.
The topic of “Emergency Preparedness for Persons with a Significant Physical Disability” was
addressed by a representative of the Baltimore
City Firefighters. Break-out sessions followed
the presentation, giving those facing similar
challenges a chance to share their concerns, tips,
and coping mechanisms with each other.
For the second year the Ataxia Student
Ambassadors at Johns Hopkins University coordinated various ataxia awareness activities on the
JHU campus in Baltimore for International
Ataxia Awareness Day. The culminating event
on Sept. 26 was a picnic co-sponsored by NAF’s
Chesapeake Chapter with about 150 attendees.
Numerous student volunteers handled the logistics of the day and 11 different student groups
entertained with music and dance. Dr. Tom
Clouse, who was in the area working with some
individual chapter members in his “Walking
with Ataxia” program, gave a presentation and
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then worked with interested attendees. A member shared information on a communication
device he was going to try. Fidos for Freedom
brought in four therapy dogs and explained their
programs. Picnic sponsors included Eddies Market, Karma’s Café, Ruby Tuesday, and Cold
Stone Creamery. The students designed another
ataxia t-shirt, “Moving Toward a Cure, One
Step at a Time.” It was a beautiful, sunny day
with the rain holding off until after the picnic.
The next big Chapter event is the annual Medical Meeting coming up in February 2010 on the
Montgomery College campus in Rockville,
MD.
Los Angeles Ataxia Support Group
By Cherilyn McLaughlin
On Sept. 12, the Los Angeles support group
enjoyed a presentation from Laura Williams,
President of “Californians for Disability Rights.”
Laura gave us the history of her group, including its role in getting Title 24 (American Disability Act), passed.
The timing of Laura’s visit could not have been
better. She was able to inform us of many cutback threats to services provided by the state of
California to our membership. Examples given
were severe cutbacks to Home Health Services,
which her organization is fighting. Other services, such as ACCESS are also at risk.
Whether you have ataxia or you are a friend or
loved one, this situation affects all of us. This is
not the time to sit back and be silent. “Californians for Disability Rights” has chapters all over
the state, as well as an internet chapter for those
who cannot travel. If you live in California,
please check out the Web site www.disabilityrights
cdr.org.
Another highlight of September was the first
Los Angeles Walk n’ Roll. Representatives of our
group walked and raised sponsor money to
honor Kay Bell. Two of our newest members,
Cheryl and Beth were very welcome walkers and
rollers.
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Abilities Expo held for the first time in Atlanta
Nov. 6-8.
We elected Dave Zilles, Lynn Robinette, and
Greg Rooks to be the support group leaders for
2010 and discussed possible meeting dates as well
as potential topics for discussion at the quarterly
support group meetings.
On Nov. 6-8 the support group along with
Earl McLaughlin manned the NAF booth at the
Abilities Expo. We had a great turnout and all
enjoyed getting together for
dinner on Saturday night.
There was a lot of activity
during the Expo with four
new ataxia families coming
by and learning about our
support group for the first
time. We also gave out inforThe Greater Atlanta Ataxia Support Group dressed up for their
mation to other individuals,
Oct. 31 meeting.
caregivers, nurses and teachThe meeting was a festive event since it was
ers. The Expo was a success and they plan to be
Halloween, so the members came dressed in
back next April. We would like to thank Earl for
costumes. Members made individual announcecoming to Atlanta to help kick this off and for
ments and we talked about the upcoming
making sure things went smoothly.
Greater Atlanta
Ataxia Support Group News
By Dave Zilles
On Oct. 31 we held our Greater Atlanta Ataxia
Support Group meeting at the Emory Rehabilitation Center. We had 22 people attend with
one new family: Kareemah Lawson and Gracie
Jones joined our group after recently moving
from Philadelphia.

Happy 20th Anniversary to the Kansas City Ataxia Support Group!

Letter to the Editor
By Theresa Gonzales
Orange County Ataxia Support Group Member
I am writing this for the sheer benefit of sharing information and personal experiences. I have
been participating in many Casa Colina Outdoor
Adventure Rehabilitation activities in Pomona,
CA for almost two years. I really enjoy outdoor
activities and Casa Colina specifically serves
people with disabilities.
Participating in these outdoor activities, such
as camping, hiking, and water sports (kayaking,
sailing, speed boating, and skiing) has created
opportunities for making new friends. Further,
these experiences have helped me immensely,
not only psychologically but also physically.
I have more endurance when standing and I

can walk farther distances than I use to. For
example I went to Walmart a few weeks ago and
although I normally use the store’s scooter to
do my shopping I was feeling pretty good this
particular day so I got a few things and walked
a total of about 200 feet. I held onto the grocery cart for a walker. Before I could only walk
about 25-50 feet before I became tired.
I discussed my participation in outdoor and rehabilitation activities with Dr. Susan Perlman
(UCLA Medical, California) on Aug. 18 and she
informally confirmed my progress.
This is a very big deal for people living with
ataxia, for as we all know and have experienced
and heard that ataxia is a progressive disease
with no cure.

❖
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Chapters, Support Groups
and Ambassadors
The following is a list of National Ataxia Foundation chapters, support groups and ambassadors. The
use of this information for any purpose other than requesting information regarding NAF or joining a chapter or support group is strictly prohibited. We encourage you to contact the chapter or group nearest you.

Social Networks
NAF BULLETIN BOARD
Moderator – Atilla
ww.ataxia.org/forum/toast.asp
NAF CHAT ROOM
Moderator – Della (blondie)
E-mail: blondie.echat@gmail.com
www.ataxia.org/connect/chat-rooms.aspx
NAF FACEBOOK GROUP
www.facebook.com/group.php?gid=93226257641
NAF MYSPACE GROUP
http://groups.myspace.com/natlataxia
NAF TWITTER GROUP
http://twitter.com/NAF_Ataxia

Chapters
Chesapeake Chapter
Carolyn Davis, President
Vienna, VA
(703) 759-2008
E-mail: ccnafpres@gmail.com
www.ataxia.org/chapters/Chesapeake/default.aspx

Louisiana Chapter
Carla Hagler, President
Slidell, LA
(985) 643-0783
E-mail: ataxia1@earthlink.net
Web: www.angelfire.com/la/ataxiachapter
www.ataxia.org/chapters/Louisiana/default.aspx

Mississippi Chapter
Camille Daglio, President
Hattiesburg, MS
E-mail: daglio1@bellsouth.net
www.ataxia.org/chapters/Mississippi/default.aspx

Arizona
PHOENIX AREA S.G.
Rita Garcia
Chandler, AZ
(480) 726-3579
E-mail: rtg22@cox.net
www.ataxia.org/chapters/Phoenix/default.aspx
TUCSON AREA S.G.
Bart Beck
Tucson, AZ
(520) 885-8326
E-mail: bbeck15@cox.net
Web: www.geocities.com/azataxiasg
www.ataxia.org/chapters/Tucson/default.aspx

California
LOS ANGELES S.G.
Sid Luther
Glendale, CA
(818) 246-5758
E-mail: harryluther@sbcglobal.net
Web: http://laasg-ca.info
www.ataxia.org/chapters/LosAngeles/default.aspx
Jim Fritz
(310) 397-5208
E-mail: ondefritz@aol.com
NORTHERN CA S.G.
Mike Fernandes
Brentwood, CA
(925) 516-6906
E-mail: fernandesml@comcast.net
Web: www.geocities.com/casupport
www.ataxia.org/chapters/MikeFernandes/default.aspx
www.ataxia.org/chapters/NorthernCalifornia/default.aspx

Alabama

ORANGE COUNTY S.G.
Daniel Navar
Montebello, CA
(323) 788-7751
E-mail: dnavar@ucla.edu
Web: www.geocities.com/ocasgg/
www.ataxia.org/chapters/OrangeCounty/default.aspx

ALABAMA S.G.
Becky Donnelly
Hoover, AL
(205) 987-2883
E-mail: donnelly6132b@aol.com
www.ataxia.org/chapters/Birmingham/default.aspx

SAN DIEGO S.G.
Earl McLaughlin
El Cajon, CA
(619) 447-3753
S.G. e-mail: sdasg@cox.net
Earl’s e-mail: emclaugh@cox.net

Support Groups
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Web: www.geocities.com/ataxia_sdasg
www.ataxia.org/chapters/SanDiego/default.aspx

Colorado
DENVER AREA S.G.
Charlotte DePew
Aurora, CO
(720) 379-6887
E-mail: cldepew77@comcast.net
www.ataxia.org/chapters/Denver/default.aspx

Connecticut
See Tri-State S.G. under New York

Florida
NORTHEAST FL S.G.
John Richwine
Jacksonville, FL
(904) 996 -0698
E-mail: sirichwine@aol.com
www.ataxia.org/chapters/NortheastFlorida/default.aspx
WEST CENTRAL FL S.G.
Nygel Lenz
Clearwater, FL
(727) 791-3587
E-mail: nygell@hotmail.com
www.ataxia.org/chapters/TampaBay/default.aspx

Georgia
GREATER ATLANTA AREA S.G.
Lynn Robinette
Lawrenceville, GA
(770) 982-0275
E-mail: lynn.robinette@comcast.net
www.ataxia.org/chapters/Atlanta/default.aspx
Greg Rooks
Atlanta, GA
(404) 822-7451
E-mail: rooksgj @yahoo.com
Dave Zilles
Atlanta, GA
(770) 399-6710
E-mail: dzilles@earthlink.net

Illinois
GREATER CHICAGO AREA S.G.
Craig Lisack
Palatine, IL
(847) 496-7544
E-mail: caasg2@aol.com
Richard Carr
Mount Prospect, IL
(847) 253-2920
E-mail: caasg@comcast.net
www.ataxia.org/chapters/Chicago/default.aspx
METRO AREA CHICAGO S.G.
Christopher Marsh
Chicago, IL
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(773) 334-1667
E-mail: cmarsh34@ameritech.net
http://health.groups.yahoo.com/group/u-r-notalone/
www.ataxia.org/chapters/ChrisMarsh/default.aspx

Indiana
SOUTHERN IN S.G.
Monica Smith
Huntingburg, IN
(812) 630-4783
E-mail: monicasfaith@insightbb.com
www.ataxia.org/chapters/Louisville/default.aspx

Iowa
IOWA S.G.
Emily Medina
Urbandale, IA
(515) 727-8713
E-mail: emily061578@yahoo.com
www.ataxia.org/chapters/EmilyMedina/default.aspx

Louisiana
See Louisiana Chapter

Maine
MAINE S.G.
Kelley Rollins
Bowdoinham, ME
E-mail: rollins@gwi.net
www.ataxia.org/chapters/Maine/default.aspx

Maryland
See Chesapeake Chapter

Massachusetts
NEW ENGLAND S.G.
Donna and Richard Gorzela
Andover, MA
(978) 475-8072
www.ataxia.org/chapters/NewEngland/default.aspx

Michigan
DETROIT AREA S.G.
Tanya Tunstull
Detroit, MI
(313) 736-2827
E-mail: tinyt48221@yahoo.com
www.ataxia.org/chapters/Detroit/default.aspx
WESTERN MI S.G.
Lynn K. Ball
Grand Rapids, MI
(616) 735-2303
E-mail: lynnkball@aol.com
www.ataxia.org/chapters/LynnBall/default.aspx

Minnesota
TWIN CITIES AREA S.G.
Lenore Healey Schultz
Minneapolis, MN

Continued on page 48
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Continued from page 47
(612) 724-3784
E-mail: schultz.lenore@yahoo.com
www.ataxia.org/chapters/TwinCities/default.aspx

Mississippi
See Mississippi Chapter

Missouri
KANSAS CITY S.G.
Jim Clark
Gladstone, MO
(816) 468-7260
E-mail: clarkstone9348@sbcglobal.net
www.ataxia.org/chapters/KansasCity/default.aspx
Lois Goodman
Independence, MO
(816) 257-2428
www.ataxia.org/chapters/KansasCity/default.aspx
MID-MISSOURI S.G.
Roger Cooley
Columbia, MO
(573) 474-7232 before noon
E-mail: rogercooley@localnet.com
www.ataxia.org/chapters/RogerCooley/default.aspx

New Jersey
See Tri-State S.G. under New York

New York
CENTRAL NY S.G.
Linda Johnson
Cazenovia, NY
E-mail: johnsons@summitsolutions.net
www.ataxia.org/chapters/CentralNewYork/default.aspx
TRI-STATE S.G.
Denise Mitchell
(212) 844-8711
E-mail: markmeghan@aol.com
www.ataxia.org/chapters/Tri-State/default.aspx

Ohio
GREATER CINCINNATI S.G.
Jennifer Mueller
Cincinnati, OH
(513) 834-7002
E-mail: jenmu@yahoo.com
www.ataxia.org/chapters/JenniferM/default.aspx

Winter 2009-10

Oregon
WILLAMETTE VALLEY S.G.
Malinda Moore, CCC-SLP
Albany, OR
(541) 812-4162 Fax: (541) 812-4614
E-mail: malindam@samhealth.org
www.ataxia.org/chapters/Willamette/default.aspx

Pennsylvania
SOUTHEAST PA S.G.
Liz Nussear
(610) 272-1502
E-mail: nussear515@msn.com
www.ataxia.org/chapters/SEPennsylvania/default.aspx

Tennessee
NASHVILLE AREA S.G.
Vicki Tyler
Nashville, TN
(615) 646-3024
E-mail: tylerv2@comcast.net
www.ataxia.org/chapters/VickiTyler/default.aspx

Texas
CENTRAL TX S.G.
Linda Crawley
Liberty Hill, TX
(245) 793-9409
E-mail: calebsnana2@msn.com
www.ataxia.org/chapters/Linda/default.aspx
HOUSTON AREA S.G.
Angela Cloud
Houston, TX
(281) 693-1826
E-mail: angelahcloud@aol.com
www.ataxia.org/chapters/Houston/default.aspx
NORTH TX S.G.
David Henry Jr.
Trophy Club, TX
E-mail: cheve11e@sbcglobal.net
www.ataxia.org/chapters/NorthTexas/default.aspx

Utah
UTAH S.G.
Dr. Julia Kleinschmidt
Salt Lake City, UT
(801) 585-2213
E-mail: julia.kleinschmidt@hsc.utah.edu
www.ataxia.org/chapters/Utah/default.aspx

Virginia

Oklahoma

See Chesapeake Chapter

OKLAHOMA S.G.
Darrell Owens
Bartlesville, OK
(918) 331-9530
E-mail: droopydog36@hotmail.com
www.ataxia.org/chapters/DarrellOwens/default.aspx

Washington
SEATTLE AREA S.G.
Milly Lewendon
Kirkland, WA
(425) 823-6239
Milly’s e-mail: ojohnnie@charter.net
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E-mail: ataxiaseattle@comcast.net
www.ataxia.org/chapters/Seattle/default.aspx

International Support Groups
Canada — British Columbia

Page 49

Connecticut
Terre Di Placito
Torrington, CT
(860) 489-5092
www.ataxia.org/chapters/TerreDiPlacito/default.aspx

Delaware

ATAXIA SOCIETY VANCOUVER
Glenn ter Borg
Richmond, B.C.
(604) 278-0017
E-mail: themiff@gmail.com Web: www.bcataxia.org
www.ataxia.org/chapters/Vancouver/default.aspx

Joseph DeCrescenzo
Newark, DE
(302) 369-9287
E-mail: jdecr@comcast.net
www.ataxia.org/chapters/DeCrescenzo/default.aspx

India

Florida

SAMAG (INDIA ATAXIA S.G.)
Chandu Prasad George. CH,
Secunderabad, India
Phone: 0091-40-27961269
Mobile: 0091-9949019410 Fax: 091-040-27971043
E-mail: sam_ataxiaindia@yahoo.com
www.ataxia.org/chapters/Chandu/default.aspx

Jim Henderson
Orlando, FL
(407) 568-9092
E-mail: jamesone24@aol.com
www.ataxia.org/chapters/JimHenderson/default.aspx
Cindy Steever-Ziegler
Lehigh Acres, FL
(239) 878-3092
E-mail: csteever@msn.com
www.ataxia.org/chapters/Cindy/default.aspx

Ambassador Listing
Alabama
Millard H. McWhorter III
Andalusia, AL
(334) 222-3423
E-mail: millard@alaweb.com
www.ataxia.org/chapters/MillardMcWhorter/default.aspx
Dianne Blain Williamson
Hazel Green, AL
(256) 828-4858
E-mail: diannebw@aol.com
www.ataxia.org/chapters/DianneWilliamson/default.aspx

Arkansas
Judy and David King
Hot Springs Village, AR
E-mail: drkingpd@suddenlink.net
www.ataxia.org/chapters/JudyKing/default.aspx

California
Mike Betchel
Clovis, CA
(559) 281-9188
E-mail: mike_betchel@yahoo.com
www.ataxia.org/chapters/mike/default.aspx
Barbara Bynum
Merced, CA
(209) 383-1275
E-mail: bjb@vtlnet.com
www.ataxia.org/chapters/BarbaraBynum/default.aspx
Deborah Omictin
Hayward, CA
(510) 783-3190
E-mail: rsisbig@aol.com
www.ataxia.org/chapters/DeborahO/default.aspx

Georgia
Kristie Adams
Savannah, GA
E-mail: opal1011@comcast.net
www.ataxia.org/chapters/KristieAdams/default.aspx

Illinois
Elaine Darte
Belleville, IL
(618) 397-3259
E-mail: elainedarte@yahoo.com
www.ataxia.org/chapters/SouthernIllinois/default.aspx

Kentucky
Janice Johnson
Brownsville, KY
(270) 597-3854
www.ataxia.org/chapters/JaniceJohnson/default.aspx

Maryland
Tim Daly
(410) 715-1241
E-mail: tim@accessgroup-md.com
www.ataxia.org/chapters/HowardCounty/default.aspx
Karen Rosenberger
Frederick, MD
(301) 682-5386
E-mail: kdrosenberger@comcast.net
www.ataxia.org/chapters/KarenRosenberger/default.aspx

Minnesota
Lori Goetzman
Rochester, MN

Continued on page 50
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Continued from page 49
(507) 282-7127
E-mail: logoetz@gmail.com
www.ataxia.org/chapters/LoriGoetzman/default.aspx
Julie Schuur
Luverne, MN
(507) 283-2555
E-mail: jschuur@iw.net
www.ataxia.org/chapters/JulieSchuur/default.aspx

Missouri
Susan L. Strode, PhD
Jefferson City, MO
(573) 659-4759
E-mail: addressdrsusie@embarqmail.com
Web: www.dr-susie.com

New York
Diane P. Hall
Buffalo, NY
(716) 881-0677
www.ataxia.org/chapters/DianeHall/default.aspx
Valerie Ruggiero
Fishkill, NY
(845) 897-5632
E-mail: vrabsolutely@aol.com
www.ataxia.org/chapters/ValerieRuggiero/default.aspx

North Carolina
Norma Bryant
Cary, NC
(513) 543-9563
E-mail: normabryant1@gmail.com
www.ataxia.org/chapters/Norma/default.aspx

Ohio
Joe Miller
Mesopotamia, OH
(440) 693-4454
E-mail: kakah@windstream.net
www.ataxia.org/chapters/JoeMiller/default.aspx
Cecelia Urbanski
Mentor, OH
(440) 255-8284
E-mail: wurbanski@oh.rr.com
www.ataxia.org/chapters/CentralOhio/default.aspx

Oklahoma
Mark Dvorak
Norman, OK
(405) 447-6085
E-mail: czechmarkmhd@yahoo.com
www.ataxia.org/chapters/Ambassador/default.aspx

Pennsylvania
Christina Rakshys
Allentown, PA

Winter 2009-10

(610) 395-6905
E-mail: rakshys@ptd.net
www.ataxia.org/chapters/Rakshys/default.aspx

South Carolina
Cece Russell
Easley, SC
(864) 220-3395
E-mail: cecerussell@hotmail.com
www.ataxia.org/chapters/Carolinas/default.aspx

Texas
Dana LeBlanc
Orange, TX
(409) 883-5570
E-mail: tilessal@yahoo.com
Web: http://ladyd1973.tripod.com/index.html
www.ataxia.org/chapters/GoldenTriangle/default.aspx
Barbara Pluta
Seguin, TX
(830) 557-6050
E-mail: acemom65@att.net
www.ataxia.org/chapters/BarbaraPluta/default.aspx

Virginia
Donna Ring
St. Stephens Church, VA
(804) 769-3983
E-mail: ringwh@peoplepc.com
www.ataxia.org/chapters/Ring/default.aspx
Dick Sargent
Springfield, VA
(703) 321-9143
E-mail: dcksrgnt9@aol.com
www.ataxia.org/chapters/DickSargent/default.aspx

Washington
Linda Jacoy
Spokane, WA
(509) 482-8501
E-mail: ljacoy@hotmail.com
www.ataxia.org/chapters/Spokane/default.aspx

International Ambassadors
Australia
Renee Moore (Nee McCallum)
Hocking, W. Australia
61-8-9404-7052
E-mail: moorear@bigpond.com
www.ataxia.org/chapters/ReneeMoore/default.aspx

Canada
Susan M. Duncan
Ottawa, Ontario
(613) 820-7990
E-mail: smduncan1@sympatico.ca
www.ataxia.org/chapters/SusanDuncan/default.aspx 

Gen_0904_45-56.qxp:Layout 1

Winter 2009-10

12/16/09

10:59 AM

Page 51

Generations

Prentis Clairmont
Ottawa, Ontario
(613) 864-8545
E-mail: prentis.clairmont@qmail.com
www.ataxia.org/chapters/PrentisClairmont/default.aspx
Terry Greenwood
Winnipeg, Manitoba
(204) 488-4155
E-mail: wpgmagic@shaw.ca

Page 51

www.ataxia.org/chapters/TerryGreenwood/default.aspx

India
Abhinav Kedia
Haryana, India
Phone: 0091-0180-2681157
Mobile: 0091-0-9466355238
E-mail: kedia.abhinav@gmail.com
www.ataxia.org/chapters/AbhinavKedia/default.aspx

NAF Exhibits at Abilities Expos
services for people with disabilities and others
By Earl McLaughlin
who
need assistance, family members, and
The National Ataxia Foundation exhibited at
health
care and rehabilitation professionals. It
four Abilities Expos this year. The Abilities Expos
offers
an
opportunity to see, try, compare, and
were held in New York Metro, Southern Califorbuy
products
and services that can enhance
nia, Chicago, and Atlanta. The NAF is an organipeople’s
lives
to
make life easier, more produczational sponsor of the Abilities Expo.
more
independent,
and more enjoyable.
tive,
The New York Metro show was held in
A
show
like
the
Abilities
Expo gives NAF an
April, and it was staffed by members of the Triopportunity
to
spread
the
word
about ataxia. It’s
State Ataxia Support Group and others, under
a
great
way
to
increase
public
awareness.
the direction of Earl
NAF usually exhibits
McLaughlin, NAF Board
at
two or three AbiliChair of the Abilities
ties
Expos each year.
Expo Committee.
For 2010, plans are
The Southern Calibeing made to exhibit
fornia show was held
at the following expos:
in May, and it was
• Southern Califorstaffed by members of
nia
show (the 24th
the Los Angeles and
time),
April 9-11, held
Orange County Ataxia
at
the
Los Angeles
Support
Groups,
Convention
Center.
under the direction of
• New York Metro
Sid Luther, leader of
show, May 21-23, held
the Los Angeles Ataxia
in Edison, NJ.
Support Group.
• Chicago show, July
The Chicago show
9-11,
held in Schaumwas held in June, and
burg,
IL.
it was staffed by mem- Jim Crawford (left) and Sharone Trifskin staff the
• Houston show (for
bers of the Chicago booth at the South California Abilities Expo.
the first time), August
Area Ataxia Support
Group, under the direction of Dick Carr, Support 27-29, held at the Reliant Park Expo Center.
Group Leader, and Earl McLaughlin.
• Atlanta show, October 15-17, held at the
Cobb
Galleria Convention Center.
The Atlanta show was held in November, and
it was staffed by members of the Greater Atlanta
For more information about the Abilities
Ataxia Support Group, under the direction of Expo, go to www.abilitiesexpo.com, and to find
Dave Zilles, NAF Board Member and Support out more about NAF ’s exhibits, contact Earl
Group Leader, and Earl McLaughlin.
McLaughlin at emclaugh@cox.net.
The Abilities Expo is the largest show in the
Don’t miss a rare opportunity to attend the
nation devoted exclusively to products and Abilities Expo. Hope to see you there!

❖
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Calendar of Events
Saturday, January 2, 2010
Central Texas Ataxia Support Group Meeting
11 a.m. - 1:30 p.m. at the Dell Children’s Medical Center of Central TX, 4900 Mueller Blvd,
Austin, TX. We will meet in 4 Central Conference
Room (located between Respitory and Oncology
on the 4th floor). The medical Center’s main number is (512) 324-0000. Speakers will be Occupational Therapists Kristy Owens and Fran Stern.
For more information please contact Linda Crawley at (512) 635-9478 or calebsnana2@msn.com.
www.ataxia.org/chapters/Linda/default.aspx.

Saturday, January 9, 2010
Iowa Ataxia Support Group Meeting
2 - 4 p.m. at the Urbandale Public Library,
Urbandale, IA. For more information please
contact Emily Medina at (515) 727-8713 or
emily061578@yahoo.com. www.ataxia.org/chapters/
EmilyMedina/default.aspx.
Los Angeles Area
Ataxia Support Group Planning Meeting
2 - 4 p.m. at the Westside Center for Independent
Living (WCIL), 1201 Venice Blvd., Los Angeles, CA.
Plenty of accessible parking in back. We meet in
the community room. From the parking lot (in rear)
enter through patio. For more information please
contact Sid Luther at (818) 246-5758. www.
ataxia.org/chapters/LosAngeles/ default.aspx.
Northeast Florida Ataxia Support Group Meeting
1 p.m. at Baptist South Hospital. Directions to
Baptist South: From I-95, take exit 335 which is
Old St. Augustine Road. Go East. Follow the signs
to the hospital. We are less than a 1/2 mile off
of the interstate. Directions to the conference
rooms from the main entrance: Come in the main
entrance and make a right. Go past the first hallway on the left and the Azalea, Begonia and
Camellia conference rooms will be the next doors.
All meetings will be in the Azalea and Begonia
rooms. For more information please contact John
Richwine at sirichwine@aol.com. www.ataxia.org/
chapters/NortheastFlorida/default.aspx.
Northern California Ataxia Support Group Meeting
11:30 a.m. - 3 p.m. at Our Savior’s Lutheran
Church, 1035 Carol Lane, Lafayette, CA. For more
information contact Michael Fernandes at (925)
516-9606 or fernandesml@comcast.net. www.
ataxia.org/chapters/NorthernCalifornia/default.aspx.

San Diego Ataxia Support Group Meeting
1- 3 p.m. at Sharp Rehabilitation Center, 2999
Health Center Dr. On the East side of Hwy 163
between Genessee Ave. and Mesa College Dr. behind Sharp Memorial Hospital. Plenty of free parking. For more information please contact Earl
McLaughlin at (619) 447-3753 or sdasg@cox.net.
www.ataxia.org/chapters/SanDiego/default.aspx.

Sunday, January 10, 2010
West Central FL Ataxia Support Group Meeting
Noon - 3 p.m. at University of South Florida,
Morsani Hall, Room 1013 A&B. For more
information please contact Nygel Lenz at (727)
791-3587 or nygell@hotmail.com. www.ataxia.org/
chapters/TampaBay/default.aspx.

Wednesday, January 13, 2010
Willamette Valley Ataxia Support Group Meeting
11:30 a.m. - 1 p.m. at Albany General Hospital,
1046 Sixth Ave SW, Albany, OR. For more information contact Malinda Moore, CCC-SLP at (541)
821-4162 or malindam@samhealth.org. www.
ataxia.org/chapters/Willamette/default.aspx.

Thursday, January 14, 2010
Tri-State Ataxia Support Group Meeting
6:30 p.m. at Beth Israel, Phillips Ambulatory Care
Center (PACC) – usually 2nd floor conference
rooms – 10 Union Square E. New York, NY.
This meeting is a pot luck. Everyone brings a
dish to share. Paper good and utensils will be
supplied. For more information please contact
Denise Mitchell at (212) 844-8711 or e-mail
markmeghan@aol.com. www.ataxia.org/chapters/
Tri-State/ default.aspx.

Saturday, January 16, 2010
Maine Ataxia Support Group Holiday Gathering
At the Governers Restaurant in So. Portland, ME.
For more information please contact Kelley Rollins
at rollins@gwi.net. www.ataxia.org/chapters/Maine/
default.aspx.

Tuesday, January 19, 2010
Twin Cities Ataxia Support Group Meeting
7 p.m. at the Presbyterian Homes of Roseville
at 1910 West County Road D, Roseville, MN. For
more information contact Lenore Healey Schultz
at schultz.lenore@yahoo.com. www.ataxia.org/ 
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chapters/TwinCities/default.aspx.

Wednesday, February 10, 2010
Willamette Valley Ataxia Support Group Meeting
11:30 a.m. - 1 p.m. at Albany General Hospital,
1046 Sixth Ave SW, Albany, OR. For more information contact Malinda Moore, CCC-SLP at (541)
821-4162 or malindam@samhealth.org. www.
ataxia.org/chapters/Willamette/default.aspx.

Saturday, February 13, 2010
Kansas City Area Ataxia Support Group
20th Anniversary Party
2 - 4 p.m. at the Northeast Library, 65 Wilson Ave.,
Kansas City, MO. For more information contact
Lois Goodman at (816) 257-2428 or Jim Clark at
clarckstone9348@sbcglobal.net. www.ataxia.org/
chapters/KansasCity/default.aspx.
Northeast Florida Ataxia Support Group Meeting
1 p.m. at Baptist South Hospital. See January 9
listing at left for directions. For more information
please contact John Richwine at sirichwine@
aol.com. www.ataxia.org/chapters/NortheasFlorida/
default.aspx.

Tuesday, February 16, 2010
Twin Cities Ataxia Support Group Meeting
7 p.m. at the Presbyterian Homes of Roseville
at 1910 West County Road D, Roseville, MN. For
more information contact Lenore Healey Schultz
at schultz.lenore@yahoo.com. www.ataxia.org/
chapters/TwinCities/default.aspx.

Saturday, February 20, 2010
Orange County Ataxia Support Group Meeting
Meets 1:30 - 4 p.m. at Orange Coast Memorial
Medical Center (Breast Cancer Bldg., Room 1A),
9900 Talbert Ave., Fountain Valley, CA. For
more information Contact Daniel Navar at
dnavar@ucla.edu. www.ataxia.org/chapters/Orange
County/default.aspx.
West Central FL Ataxia Support Group Meeting
Noon - 3 p.m. at University of South Florida,
Morsani Hall, Room 1013 A&B. For more
information please contact Nygel Lenz at (727)
791-3587 or nygell@hotmail.com. www.ataxia.org/
chapters/TampaBay/default.aspx.

Sunday, February 21, 2010
San Diego Ataxia Support Group Pizza Party
4 -7 p.m. at Round Table Pizza in Las Mesa
Springs Shopping Center at 8032 La Mesa Blvd.
For more information please contact Earl

McLaughlin at (619) 447-3753 or sdasg@cox.net.
www.ataxia.org/chapters/SanDiego/default.aspx.

Saturday, February 27, 2010
Chesapeake Ataxia Chapter
27th Annual Medical Meeting
9 a.m. at Montgomery College, Rockville,
Maryland. For more information please contact
Carolyn Davis at (703) 759-2008 or ccnafpres@
gmail.com. www.ataxia.org/chapters/Chesapeake/
default. aspx.

Sunday, February 28, 2010
World Rare Disease Day
See www.rarediseases.org for more information.

Saturday, March 6, 2010
Central Texas Ataxia Support Group Meeting
11 a.m. - 1:30 p.m. at the Dell Children’s Medical Center of Central TX, 4900 Mueller Blvd.,
Austin, TX. We will meet in 4 Central Conference
Room (located between Respitory and Oncology
on the 4th floor. The medical Center’s main number is (512) 324-0000. Our speaker will be a
nutritionist, Stacy Fisher. For more information
please contact Linda Crawley at (512) 635-9478
or calebsnana2@msn.com. www.ataxia.org/chapters/
Linda/default.aspx.
Los Angeles Area Ataxia Support Group Meeting
2 - 4 p.m. at the Westside Center for Independent
Living (WCIL), 1201 Venice Blvd., LA, CA. Plenty
of accessible parking in back of WCIL. We meet in
the community room. From the parking lot (in rear)
enter through patio. For more information please
contact Sid Luther at (818) 246-5758. www.
ataxia.org/chapters/LosAngeles/default.aspx.

Wednesday, March 10, 2010
Willamette Valley Ataxia Support Group Meeting
11:30 a.m. - 1 p.m. at Albany General Hospital,
1046 Sixth Ave SW, Albany, OR. For more information contact Malinda Moore, CCC-SLP at (541)
821-4162 or malindam@samhealth.org. www.
ataxia.org/chapters/Willamette/default.aspx.

Friday, March 12, 2010
The 53rd NAF Annual Membership Meeting
“Winds of Progress” Chicago, IL – March 12-14,
2010. See articles in this issue or visit www.
ataxia.org/events/annual-meeting2010.aspx for
more information.

Continued on page 54
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Calendar of Events
Continued from page 53

Tuesday, March 16, 2010
Twin Cities Ataxia Support Group Meeting
7 p.m. at the Presbyterian Homes of Roseville
at 1910 West County Road D, Roseville, MN. For
more information contact Lenore Healey Schultz
at schultz.lenore@yahoo.com. www.ataxia.org/
chapters/TwinCities/default.aspx.

March 15-21, 2010
Brain Awareness Week
See www.dana.org for more information.

Saturday, March 27, 2010
Northeast Florida Ataxia Support Group Meeting
1 p.m. at Baptist South Hospital. See January 9
listing for directions. For more information contact
John Richwine at sirichwine@ aol.com. www.ataxia.
org/chapters/NortheasFlorida/default.aspx.
West Central Florida
Ataxia Support Group Annual Picnic
Noon - 3 p.m. at University of South Florida,
Morsani Hall, Room 1013 A&B. For more
information please contact Nygel Lenz at (727)
791-3587 or nygell@hotmail.com. www.ataxia.org/
chapters/TampaBay/default.aspx.

Sunday, March 28, 2010
Seattle Area Ataxia Support Group Meeting
2 - 4 p.m. at Madison House Retirement Center.
This meeting’s focus will be health. For more
information please contact Milly Lewendon at
(425) 823-6239 or ataxiaseattle@comcast.net.
www. ataxia.org/chapters/Seattle/default.aspx.

Friday, April 9, 2010
Abilities Expo – Los Angeles
April 9 -11 at the Los Angeles Convention Center
www.abilitiesexpo.com/anaheim/index.html.

Saturday, April 10, 2010
Kansas City Area Ataxia Support Group Meeting
2 - 4 p.m. at the Northeast Library, 65 Wilson Ave.,
Kansas City, MO. For more information contact
Lois Goodman at (816) 257-2428 or Jim Clark at
clarckstone9348@sbcglobal.net. www.ataxia.org/
chapters/KansasCity/default.aspx.
Northern California Ataxia Support Group Meeting
11:30 a.m. - 3 p.m. at Our Savior’s Lutheran
Church, 1035 Carol Lane, Lafayette, CA. For more

Winter 2009-10

information contact Michael Fernandes at (925)
516-9606 or fernandesml@comcast.net. www.
ataxia.org/chapters/NorthernCalifornia/default.aspx.

Wednesday, April 14, 2010
Willamette Valley Ataxia Support Group Meeting
11:30am – 1 p.m. at Albany General Hospital,
1046 Sixth Ave SW, Albany, OR 97321. For more
information contact Malinda Moore, CCC-SLP
at (541) 821-4162 or malindam@samhealth.org.
www.ataxia.org/chapters/Willamette/default.aspx.

Thursday, April 15, 2010
Tri-State Ataxia Support Group Meeting
6:30 p.m. at Beth Israel, Phillips Ambulatory Care
Center (PACC) – usually 2nd floor conference
rooms – 10 Union Square E., New York, NY. For
more information please contact Denise Mitchell
at (212) 844-8711 or markmeghan@aol.com.
www.ataxia.org/chapters/Tri-State/default.aspx.

Saturday, April 17, 2010
Denver Area Ataxia Support Group Meeting
1- 4 p.m. at the Swedish Medical Center, 2nd Floor
Meeting Rooms, 501 E. Hampden Ave., Englewood, CO. For more information please contact
Charlotte DePew at (720) 379-6887 or Cldepew77
@comcast.net. www.ataxia.org/chapters/Denver/
default.aspx.
Orange County Ataxia Support Group Meeting
1:30 – 4 p.m. at the Orange Coast Memorial
Medical Center (Breast Cancer Bldg, Room 1A),
9900 Talbert Avenue, Fountain Valley, CA 92708.
For more information Contact Daniel Navar
at dnavar@ucla.edu. www.ataxia.org/chapters/
OrangeCounty/default.aspx.
San Diego Ataxia Support Group Meeting
1- 3 p.m. at Sharp Rehabilitation Center, 2999
Health Center Dr. On the East side of Hwy 163
between Genessee Ave. and Mesa College Dr.
behind Sharp Memorial Hospital. Plenty of free
parking. For more information please contact Earl
McLaughlin at (619) 447-3753 or sdasg@cox.net.
www.ataxia.org/chapters/SanDiego/default.aspx.

Sunday, April 18, 2010
Chicago Metro Ataxia Support Group Meeting
1 p.m. at the University of Chicago Medical
Center, 5758 S. Maryland, Room 1402. For more
information contact Christopher Marsh at (773)
334-1667 or cmarsh34@ameritech.net. www.
ataxia.org/chapters/Chris Marsh/default.aspx. ❖
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Memorials and In Your Honor
The National Ataxia Foundation is grateful to those who have made contributions in memory or in honor
of their friends and families whose names are listed below. This list reflects contributions made from
September through October 2009. We are sorry that we cannot separate the memorial contributions from
those made in honor of someone, as sometimes the person making the contribution does not let us
know if the contribution is a memorial or in honor of their friend or family member.
Agostini Family
Remo Agostini
Sherri Alexander
Linda Anderson
Donovan Asher
Tracy Balis
Michael Bauer
Kay Bell
John Boudreaux
Kathy Boudreaux
Jaime Brooks
Nancy BrophyBrooks
David Brunke
Camden Calbert
Sharon Cameron
Iris Cline
Tiffinay TalaricoCompiano
Roger Cooley
Jack Covert
Karen Crawford
Linda Crawley
Carissa Creasy
Russell Crystal
Sergio Damasio
Betty Damp
Page David
Jeannette Davis

Kennon Davis
DeMint Family
Tim DeMint
Lee Doran
Dawn Dudley
Denise Dudley
Trinity Falk
Aurilla Farmer
Larry Federspiel
Julie Frenz
Jeff Furton
David Gladden
Joe Golminas
Penny Golminas
Steve Golomski
Paschal Guercio
Ruth Hancock
Mary Hartmann
Carol Haukos
James Hay
Joshua Hays
Marilyn Hazel
David Henry, Jr.
Dewayne Hite
Lisa Jaffe
Ronald Jeshow
Linda Johnson
Doe Johnston
Jeffrey Kahn

Robert Keithly
Donald Kline
Jordan Kohl
Jamie Kosieracki
Karin Koski
Suzanne Kremen
Linda Krey
Rodger Larsen
Rita Lobascio
Dorothy Long
Claudine Loveless
Stephanie Lovelock
David Lowsley
Gordon Macklin
Marilyn Macklin
Caryn Mahaffy
Manuel
Gonzalez, Sr.
Christopher Marsh
Brent Masserant
Masserant Family
Sandy Masserant
Vic Masserant
Angelo Matrisciano
Neil Matthews
Betsy Matula
Charley McLaughlin
Earl McLaughlin
Reggie Mellon

Wishing you
a wonderful
New Year!

FROM THE NAF STAFF
Julie Braun, Sue Hagen, Bridget Schmidt,
Michael Parent, Lori Shogren, Jan Stewart,
Brent Van Lith, and Liz Werner

Jean MichaloskPappas
Gussie Miller
Paul Miller
Tiffany Miller
Minnie Molini
Jose Moran, Sr.
Dolores Morello
Marc Morgan
Charles Murphy
Bruce Nanninga
Daniel Navar
Linda Nicholson
Diane Nivens
Deb Omictin
Laura Owen
David Price
Scott Quinn
Charity Ranger
Sharon Regalado
Eugene Regruto
Peter Reidlinger
Djenane Rey
Janet Riley
Elizabeth Riley
Don Roemke
Barbara
Rosenkranze
William Roy

Donald Royer
Jon Runckel
Teresa Runckel
James Russett
Donald Santa-Croce
Arthur Scheer
Daniel Scheer
Josephina
SchembreMcCabe
Derek Semler
Cheryl Serge
Collin Shannon
Cynthia Shannon
Kevin Shannon
Phyllis Sliger
Jeff Smith
Stafford Family
Joseph Stamler
Joe Thell
Tanya Tunstull
Philip Wade
Donald Walker
Kyle Waterman
David Westrick
James Wolf
Anne Wynne
Thomas Wynne
❖
Matthew Zelen
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National Ataxia Foundation
2600 Fernbrook Lane, Suite 119
Minneapolis, MN 55447-4752
(763) 553-0020

PAID

Madison, SD
Permit No. 32

Is your address correct? Are you receiving more than one issue of Generations? If there are any
changes that need to be made, please call NAF at (763) 553-0020 or e-mail naf@ataxia.org. Thank you!

GIFT – HONOR – MEMORIAL

A contribution given in memory of a friend or
relative is a thoughtful and lasting tribute, as
are gifts to honor your friends or family. A
Gift Membership is a wonderful gift to a friend
or relative for special occasions like birthdays,
graduations, anniversaries, and holidays. NAF
will acknowledge your gift without reference to
the amount.
Simply fill out this form and mail with your check
or credit card information to the National Ataxia
Foundation.

Honor/Memorial envelopes are available free of
charge by writing or calling NAF.

MEMBERSHIP

Yes, I want to help fight ataxia! Enclosed is
my membership donation, which enables NAF to
continue to provide meaningful programs and
services for ataxia families. (Gifts in US Dollars)
❑ Lifetime membership
$500 +
Annual memberships:
❑ Patron membership
$100-$499
❑ Professional membership
$45 +
❑ Individual
$25 +
❑ Household
$45 +
❑ Addresses outside the U.S. please add $15
Your Name ____________________________
Address ______________________________

My contribution is:
❑ In Memory ❑ In Honor ❑ Gift Membership

City/State/Zip __________________________

Name ________________________________
Occasion _____________________________

PAYMENT INFORMATION

Send Acknowledgment Card to:
Name ________________________________
Address ______________________________
City/State/Zip __________________________

From:

Name ________________________________
Address ______________________________
City/State/Zip __________________________

E-Mail ________________________________
Gifts are tax deductible under the fullest extent of the law.
❑ Check. Please make payable to the

National Ataxia Foundation.

Total Amount Enclosed $ _________________
Credit Card: ❑ Visa ❑ Master Card
Name on Card _________________________
Card # _______________________________
Exp. Date_____________________________
Signature _____________________________
Phone Number ________________________

