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52nd Annual Membership Meeting

“Climb Every Mountain”
Seattle, Washington – March 20-22, 2009
The National Ataxia Foundation Board of
Directors and the National Ataxia Foundation
Seattle Area Support Group along with the
British Columbia Ataxia Society would like to
invite you to the 52nd Annual Membership
Meeting.
This is the first internationally co-hosted
annual meeting. NAF commends the British
Columbia Ataxia Society and the Seattle Area
Ataxia Support Group for their coordinated
efforts in planning this conference. Please join us
at the Doubletree Airport Hotel in Seattle, WA,
the heart of the Pacific Northwest, to learn,
share, network, have fun, and enjoy the sites.
The 2009 NAF Annual Membership Meeting
will continue to focus on bringing 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 52nd, the 2009 Annual
Membership Meeting will be filled with education, celebration, sharing, and caring!
The Annual Meeting Registration Form can
be found in this issue of Generations and on our

Web site in January 2009. 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 is the case. 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 19
Ride Ataxia III Arrival – 2:00 p.m. Please join
us in welcoming the riders participating in Ride
Ataxia III. Ride Ataxia has been instrumental in
raising ataxia awareness and funds for FRDA
research. Visit rideataxia.blogspot.com for the
latest Ride Ataxia III information.
Continued on page 3
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Continued from page 1
Leadership Meeting – 3:30-6:00 p.m.(new time)
This meeting is designed to provide information
and support to 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 representative who is willing to 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, please contact Lori at
lori@ataxia.org prior to the meeting.
Internet Group – 7 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, and My Space NAF.
Friday, March 20
General Sessions – The General Sessions will
start on Friday morning in the Grand Ballroom.
General Sessions are large group presentations,
typically with a medical or research focus. This
year the General Sessions will incorporate the
practical topics in addition to the research and
medical topics. Many of the world’s leading
ataxia researchers and clinicians, along with other
ataxia experts, will be presenting the latest
research and additional information. A half-hour
Question and Answer session will follow the
morning General Sessions featuring a panel of
the speakers that presented.
Nintendo Wii Demonstration – A demonstration of the physical therapy aspects of the
Nintendo Wii game system will be available in
the Olympic 1 room Friday and Saturday from
10 a.m. to 2 p.m. You can try out the system
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for yourself and ask questions about it. This
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 age 18 or
older. This is a demonstration 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- 5 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 where they
were able to make friends for a lifetime. Medical
professionals will be circulating between groups
and available for questions.
Friday Night Reception – Please join us for an
hors d’oeuvres reception in the Grand Ballroom.
All registered meeting attendees are welcome to
attend and admittance to this event is included
with your registration.
Saturday, March 21
General Sessions – Saturday morning and afternoon continues with General Sessions in the
Grand Ballroom. A half-hour Question and
Answer session will follow the morning and
afternoon General Sessions with a panel of the
speakers that presented.
Church Services – Both Catholic and nondenominational church services will be held on
Saturday at 6 p.m.
Silent Auction – The Silent Auction is a fun
way to raise funds for the continuing important
work of the Foundation. This long-standing
Continued on page 4
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Continued from page 3
NAF tradition begins on Saturday afternoon
with the final bidding ending at 7:30 p.m. The
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 p.m. in the
Grand Ballroom. Please get your tickets – which
are included in your registration fee – ahead of
time. You must reserve seating for the banquet in
advance. The banquet will include a plated
dinner.
Sunday, March 22
General Sessions – Sunday wraps up the 2009
Annual Membership Meeting with the final
round of General Sessions, including the latest
in clinical trials, in the Grand Ballroom followed
by a Question and Answer Session. Don’t miss
out on these important sessions.
Additional Information
Conference Registration – Please complete and
return the registration forms in the center of this
issue of Generations to NAF by February 15,
2009. Additional registration forms are available
on our Web site. Please fill out the registration
form completely, as we need all the information
to finalize plans. If you are bringing an attendant,
please register together on the same page. Each
person that is planning on attending daily sessions, the reception, or banquet needs to register.
Event entry will not be allowed without the
proper 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
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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, 2009. Thank you for taking time to
renew or become a member of the National
Ataxia Foundation. Your attention to this detail
is greatly appreciated!
Video Taping – Video taping of the NAF
Annual Membership Meeting General Session is
prohibited without prior written consent from
the National Ataxia Foundation.
Photo Waiver – By attending the 2009 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.
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 Seattle – Christened “The Emerald
City,” Seattle is one of the most livable cities in
the world. It actually receives less annual rainfall
(36 inches) than New York City and Atlanta.
Surrounded by lakes, rivers, Puget Sound, and
mountains, Seattle is a recreation enthusiast’s
dream.
The greater Seattle area is home to 2.8 million
people. Microsoft, Nordstrom and Starbucks are
based here. Seattle is also known as the birthplace
of the crazes for grunge rock and espresso
coffee. This area is the home of baseball’s Edgar
Martinez; glass art’s Dale Chihuly; musicians 

Gen_0804_01-12.qxp:Layout 1

Winter 2008-09

12/15/08

3:49 PM

Page 5

Page 5

Generations

Pearl Jam, Soundgarden, Queensryche, Ann
and Nancy Wilson of Heart and Kenny G.; software giant Bill Gates; maestro Gerard Schwartz;
actor Tom Skerritt; and writers Ann Rule,
Robert Fulghum, and Tom Robbins.
For more in depth information about the
Seattle area in order to plan your trip, please visit
www.visitseattle.org or www.seattlesouthside.com.
About the Hotel – The Doubletree Hotel
Seattle Airport is the official conference hotel of
the 2009 NAF Annual Membership Meeting.
The Doubletree Hotel Seattle Airport is located
next to SeaTac International Airport and 20
minutes from Downtown Seattle at 18740
International Blvd. in Seattle, WA.
The Doubletree Hotel is a resort-like setting
with a full slate of amenities such as complimentary shuttle service to Westfield Southcenter
Mall and 24-hour airport shuttle service. A
shuttle schedule to the Southfield Mall will be
included in your pre-registration packet. If you
need an ADA shuttle from the airport please
contact the hotel directly at (206) 246-8600
before you arrive to arrange transportation.
There are two Doubletree Hotels in this area.
Please make sure you take the correct airport
shuttle to the Doubletree Hotel Seattle Airport.
Do not take the Double Hotel Seattle Airport
Guest Suites shuttle.
Complimentary wireless internet access is
available in all public areas and all guest rooms
include a coffeemaker, a copy of USA Today,
and a balcony. Please visit the Doubletree Hotel
Seattle Airport’s Web site for more information
at http://doubletree1.hilton.com/en_US/dt/hotel/
CTAC-DT-Doubletree-Hotel-Seattle-AirportWashington/index.do.
Some guest rooms at this hotel can be located
up to a quarter-mile away from the lobby and
meeting rooms. Please contact the front desk for
transportation from your room to the main hotel
entrance if your room is located too far for you to
walk or transport yourself.
Self-parking and valet parking are available.

Self-parking overnight is $16 per night. Valet
parking is $20 per night. Self-parking for day use
is $10 per day. NAF has a special group parking
rate of $8 for self-parking overnight and day use.
NAF does not have a group rate for valet parking.
To receive the group parking rate you will need
to bring the parking ticket that you received at
the parking gate upon entering the hotel parking
lot to NAF’s registration room, which is Northwest 1, for validation.
Reservations – Guest rooms are available for a
special group rate of $139 per night. Please be
sure to make your reservations by February 16,
2009 in order to secure the special group rate.

The Doubletree Hotel Seattle Airport

To book your stay online go to http://double
tree.hilton.com/en/dt/groups/personalized/CTACDT-NAF-20090316/index.jhtml or, if you prefer
to make your reservations by phone, please call
toll-free 1-800-222-TREE and ask for the
National Ataxia Foundation group rate. Our
group code is NAF. If you experience problems
accessing Doubletree’s Online NAF group reservation page, please contact the NAF office at
naf @ataxia.org.
There were a limited number of ADA rooms
available on a first-come, first-serve basis in our
group block. All of these rooms are now reserved
at the Doubletree Hotel Airport. We still do
have a small block of ADA rooms at the Hilton
Continued on page 6
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Continued from page 5
Seattle Airport. Scheduled transportation will be
provided for NAF conference attendees to and
from the Hilton and the Doubletree. To reserve
an ADA room at the Hilton Seattle Airport
please contact the National Ataxia Foundation at
(763) 553-0020. If you are interested in putting
your name on our ADA room waiting list please
contact the National Ataxia Foundation at (763)
553-0020. Shower chairs, tub bars, and toilet
frames will be available on a first-come, firstserve basis by contacting the Doubletree Hotel
and Hilton Hotel front Desk upon check in.
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. At the
SeaTac International Airport the General Information Desk is located across from baggage claim
carrousel 12.
Complimentary Lift Equipped Shuttle – The
Doubletree Hotel Seattle Airport offers complimentary lift equipped shuttle service to Westfield
Southcenter Mall and 24-hour airport shuttle
service. A shuttle schedule to the mall will be included in your pre-registration packet. Once you
arrive at the airport you can get to the shuttle
pickup area by taking the elevator located in the
baggage claim area up one floor to the Skybridge
(also labeled as Parking on the elevator). The
Skybridge will take you to the Parking Garage.
In the Parking Garage take the elevator down to
the street level to the shuttle pick up area.
There are two Doubletree Hotels in this area.
Please make sure you take the correct airport
shuttle to the Doubletree Hotel Seattle Airport.
Do not take the Doubletree Hotel Seattle
Airport Guest Suites shuttle. If you need an ADA
shuttle from the airport please contact the hotel
directly at (206) 246-8600 before you arrive to
arrange transportation. This shuttle can transport
two wheelchairs at a time.
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Taxis – STITA Taxi Service and Yellow Cab
have lift-equipped vehicles. Reservations should
be made in advance. STITA Taxi Service can be
reached at (206) 246-9999. Yellow Cab can be
reached at (206) 622-6500.
Gray Line of Seattle – Gray Line has one
charter coach that accommodates up to four
wheelchairs and several small coaches that
accommodate up to two wheelchairs. Charters
must be reserved in advance. Call (206) 6266080 or visit www.graylineofseattle.com for more
information. Step-on guide service and tours
available. Ask for Judy Sprute.
Metro Bus – Route 194 is closest to the hotel.
The buses can accommodate up to two wheelchairs at a time. Each bus has a lift. The buses run
every 30 minutes starting at 6:19 a.m. and with
the last return at 8:50 p.m. 2008 fares are $1.50
per person and you must have exact change. For
more information, call (206) 553-3000 or visit
http://tripplanner.metrokc.gov/cgi-bin/itin_page.pl?
resptype=U.
Parking – Based on Washington state law, the
City of Seattle allows on-street parking at no cost
to holders of Disabled Parking Permits, which
are issued by the State of Washington. The State
Department of Licensing can issue disabled parking placards (either red-temporary or bluepermanent) and/or disabled parking license
plates. Call the Washington State Disabled
Permit Program at (360) 902-3770, option 5.
Metro ACCESS Paratransit Service – You must
be found eligible for the ADA Paratransit
Program before you can request rides. For more
information, call Metro’s Accessible Services
office during regular weekday business hours at
(206) 263-3113. If you have to dial “1” first to
reach that number, call 1-866-205-5001. TTY
users should call the statewide relay at 711. You
can also reach Accessible Services by fax at
(206) 263-3101 or by e-mail at accessible.services@
kingcounty.gov. Visit http://transit.metrokc.gov/
tops/accessible/accessvan.html for information. ❖
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SEATTLE
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.
All PCAs must be registered to attend the annual
membership meeting. A PCA will not be required to be
a NAF member to receive the reduced NAF member
meeting fee. PCAs will be able to attend all sessions,
including the Friday reception and Saturday banquet.
This applies to family members/friends or contracted
PCAs or other persons needed to provide services.
Please do not attend without making arrangements for
an attendant if you are need of one. The following may
be used as a helpful guide for your convenience:
Senior Services Senior Information & Assistance
2208 Second Ave., Ste. 100
Seattle, WA 98121
(206) 448-3110 Fax: (206)448-5748
Toll-free: 1-888-435-3377 (TTY) 206-448-5025
www.seniorservices.org Info@seniorservices.org

Wheelchair & Scooter Rentals
The following may be used as a helpful guide for your
convenience:
Access Mobility Systems
www.accessams.com
info@accessams.com
13011 Hwy. 99
Everett, WA 98204
(425) 353-6563
Fax: (425) 355-6159
Toll-free: 1-800-854-4176

Scootaround
www.scootaround.com
info@scootaround.com
Toll-free: 1-888-441-7575
Absolute Mobility Center
absolutemobilitycent.
reachlocal.com
(425) 318-1390
Fax: (360) 668-1543
Toll-free: 1-888-822-9407

Wheelchair Repair Companies
The following may be used as a helpful guide for your
convenience:
Olympic Pharmacy,
Gig Harbor
4700 Pt. Fosdick Dr. NW
Gig Harbor, WA 98335
(253) 858-9941
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Kirks Medical
7131 Martin Way E
Olympia, WA 98516
(360) 456-5475

Pharmacy Options
The following may be used as a helpful guide for your
convenience (distance from hotel indicated):
Walgreen’s – 2.99 miles
Pharmacy is open 24x7
14656 Ambaum Blvd. SW
Burien, WA 98166
(206) 901-1774
Longs Drugs – 2.13 miles
15716 First Ave. S.
Burien, WA 98148
(206) 243-4600

Bartell Drugs – 2.19 miles
Pharmacy is open from
9:00 a.m. – 9:00 p.m.
14227 Tukwila Int’l Blvd.
Tukwila, WA 98168
(206) 431-9639

Dining Options
The following is a list of dining options inside of and
within two miles of the AMM hotel, the Doubletree
Hotel Seattle Airport. The following may be used as
a helpful guide for your convenience:
Inside the Doubletree Hotel Seattle Airport:
SeaPorts Lounge
11:00 a.m. – 1:30 a.m.
Sandwiches, pizza and
nachos
Maxi’s Lounge
Friday & Saturday only
Coffee Garden Restaurant
5:00 a.m. – 10:00 p.m.
Casual American dining
for breakfast, lunch,
dinner and express buffet

Room Service
6:00 a.m. – 10 p.m.
Full menu
10:00 p.m. – 12:00 a.m.
Limited menu
Latte Stand
5:00 a.m. – 2:00 p.m.
Espresso, coffee, juice,
soft drinks, muffins and
cookies

Within two miles of the hotel:
Taco Bell – 0.05 miles
18812 International Blvd.
Seatac, WA 98188
Denny’s – 0.1 miles
18623 International Blvd.
Seatac, WA 98198
Sharps Roaster & Ale
House – 0.2 miles
18427 International Blvd.
Seatac, WA 98188
Thirteen Coins
Restaurant – 0.5 miles
18000 International Blvd.
Seatac, WA 98188

Spencer’s for Steak &
Chops – 0.7 miles
17620 International Blvd.
Seatac, WA 98188
Denny’s – 0.9 miles
17206 International Blvd.
Seatac, WA 98188
IHOP – 1.2 miles
20402 International Blvd.
Seatac, WA 98198
Subway – 1.8 miles
21425 International Blvd.
Des Moines, WA 98198
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Annual Meeting News & Notes
Volunteers Needed

Funding for Travel Grants Needed

Volunteers donating their time contribute
greatly to the success of each National Ataxia
Foundation Annual Membership Meeting.
To volunteer at the 2009 AMM, please contact Milly Lewendon, Seattle Area Support Group
Leader, at (425) 823 -6239 or e-mail ataxia
seattle@comcast.net.

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, to attend various
presentations on topics relating to ataxia, to participate in “Birds of a Feather” sessions, and
perhaps, most importantly, to 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 2009 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 “Travel Grant”
on your check memo.
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 2009 NAF
Travel Grant Fund today. Thank you.

Exhibitors Wanted
Have you used a product or service that has
been helpful as it relates to ataxia? The National
Ataxia Foundation is currently exploring various
vendors to be exhibitors at the Annual Membership Meeting in Seattle in March 2009.
If you have found a product or service to be
beneficial in your daily life, please forward the
name of the company to the NAF office and we
will contact them with the details to become a
possible exhibitor.
Please call Liz at (763) 553-0020 or e-mail
liz@ataxia.org. Thank you for your help.

Reminder: AMM Reception & Banquet
Included in Your Registration Fee
Please note that the registration fee to attend
the National Ataxia Foundation Annual Membership Meeting includes the reception and banquet. There is no separate fee to attend these
celebratory events. We hope to see you all
there!

Nurse(s) Needed
One or more registered nurses are needed
on-site for the duration of the National Ataxia
Foundation 2009 Annual Membership Meeting
in Seattle, WA, March 20 -22, 2009.
To volunteer or for more information, please
contact Lori at lori@ataxia.org or call (763)
553 -0020.

Going Once, Going Twice, Sold!
Help make the 2009 National Ataxia Foundation Annual Membership Meeting Silent Auction
the biggest yet!
Proceeds from the silent auction benefit those
with ataxia and their families, so get your items
ready to go to Seattle!

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
Annual Membership Meeting. For more information visit the NAF Web site, www.ataxia.org.

Questions and Answers
Previous Generations Annual Membership
Meeting preview issues have included a fullpage form to be used by readers in submitting
questions to be asked in question-and-answer
sessions at the AMM.
We would like to continue this tradition of
allowing members who are unable to attend the
meeting the opportunity to ask questions, but
in order to save space, we ask that you e-mail
questions to Sue at susan@ataxia.org or call
(763) 553 -0020. Questions and answers may
be published in a future issue of Generations.
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NAF Represented at
Patient Advocacy Meeting
By Sue Hagen, Patient Services Director
In 2003, the National Institutes of Health
established the Rare Diseases Clinical Research
Network (RDCRN) to facilitate increased collaboration and data sharing between investigators
and patient advocacy groups to encourage development of new approaches for the diagnosis,
prevention and treatment of rare diseases. Within
the RDCRN is the Consortium for Clinical
Investigations of Neurological Channelopathies
(CINCH), of which NAF is a member. Episodic
ataxias are a rare form of neurologic channelopathies and CINCH is a collaborative effort
of doctors, patient organizations and federal
health agencies who want to learn more about
these diseases so that they can offer better
treatments to patients.
In October, the Office of Rare Disorders
hosted a meeting of the Patient Advocacy
Organizations that represent rare diseases within
the RDCRN. At the meeting, Stephen Groft,
Director of the NIH Office of Rare Disorders

expressed the need to move from a research-based
mindset to a product development mentality
for treatments of rare disorders. He encouraged
patient advocacy groups to become actively
involved in increasing participation in clinical
trials by those affected by rare disorders. Linda
Ulrich, MD, Medical Officer of the Office of
Orphan Products Development presented the
incentives that are available for product development in rare diseases. Individual organizations
shared information on their successful endeavors
in providing services to their patient population.
The daylong meeting was valuable as a networking opportunity and educational time. It
became very apparent that there is a concerted
effort to encourage product development and
research that will improve the lives of those with
rare diseases.
Those with episodic ataxia are encouraged
to join the registry by logging onto http://rare
diseasesnetwork.epi.usf.edu/cinch/index.htm.
❖

NAF Attends Genetic Counselor Meeting
By Sue Hagen, Patient Services Director
The National Ataxia Foundation was one of
over 65 exhibitors at the 27th National Society of
Genetic Counselors’ (NSGC) Annual Education
Conference in Los Angeles, CA in October. The
NSGC exists to advance the roles of genetic
counselors in heath care by fostering education,
research and public policy to ensure the availability of quality genetic services.
This meeting was attended by over 1,000
genetic counselors, students and others in the
field of testing for genetic disorders.

NAF’s presence gave these attendees the
opportunity to learn about the resources that
NAF provides to those diagnosed with ataxia.
Many counselors stopped by the booth to take
NAF literature with them to provide for their
patients. There was a great deal of interest in all
the hereditary types of ataxia.
We are grateful to Dawn Dudley from the Los
Angeles Ataxia Support Group for assisting with
staffing the booth.
❖
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From the Desk of the Executive Director
I am pleased to report that the National Ataxia
Foundation received its fifth consecutive 4-Star
rating out of a possible four stars from Charity
Navigator, America’s leading and largest evaluator of charities. The 4-Star rating is given to nonprofit organizations that show sound fiscal
management and for their ability to efficiently
manage and grow their finances.
Charity Navigator recently wrote, “Only 3%
of the charities we’ve rated have received at least
five consecutive 4-Star evaluations, indicating
that the National Ataxia Foundation consistently executes its
mission in a fiscally responsible
way, and outperforms most charities in America. This ‘exceptional’ designation from Charity
Navigator differentiates National
Ataxia Foundation from its peers
and demonstrates to the public it
is worthy of their trust.”
As of this writing, the National
Ataxia Foundation is reviewing
nearly 50 quality ataxia research
proposals from 15 countries. The Michael Parent
most promising of these studies will be funded
in late December 2008 for fiscal year 2009. A
summary of the funded studies for FY 2009 will
be published in the next issue of Generations.
The funding for these important ataxia
research studies was made possible through the
generosity of our donors who supported the
2008 NAF Annual Ataxia Research Drive. We
are also grateful to the individuals, families, chapters, and support groups who conducted various
events throughout the year, our corporate and
foundation friends, workplace givers who gave
through their local united ways and combined
federal campaigns, employer matching gifts,
NAF pledgers, and others. We are truly thankful
for your gifts and are honored by your trust in
supporting these vital ataxia research studies.

Together, we are making a profound impact on
world-wide ataxia research.
Plans are underway for the National Ataxia
Foundation’s 52nd Annual Membership Meeting, “Climb Every Mountain.” The Seattle Area
Ataxia Support Group and the British Columbia
Ataxia Society will be hosting the meeting. This
is the first internationally co-hosted annual
membership meeting, and will be held March
20-22 at the Doubletree Hotel Seattle Airport
in Seattle, Washington.
The General Sessions will continue to feature world-leading
ataxia researchers presenting their
latest research findings, but this
year we will also offer a large array
of other topics of interest to
the ataxia community. You will
find out the latest information on
clinical trials being conducted in
Friedreich’s ataxia and SCA1,
cutting-edge research on RNAi,
nutrition, speech and swallowing,
genetics and genetic testing,
financial planning, and so much
more. By popular demand, “Birds of a Feather”
will again be offered as well as the Internet
Group get together. There will be fun festivities,
including the Friday Night Reception and the
Saturday Night Banquet. You do not want to
miss this annual membership meeting.
NAF is currently working on a new web-based
database system, which will be launched in the
first quarter of 2009. Once available, members
will be able to go online to update their contact
information, add their e-mail address to receive
NAF E-Blasts, and review their giving history.
This new system will offer NAF the ability to be
more effective and efficient in providing important programs and services to ataxia families.
NAF chapters, support groups, and ambassadors are working hard to provide local ataxia 
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families with information, support and networking. Many celebrated International Ataxia
Awareness Day (IAAD) in their local communities through events, picnics, and fundraisers. A
number of support groups hosted NAF Walk ’n’
Roll events that raised ataxia awareness and
significant funds to help support the important
work of the Foundation. There are a number of

Page 11

additional support groups who have expressed an
interest in conducting a Walk ’n’ Roll event next
year for IAAD. Thank you to all of our wonderful volunteers and local ataxia leaders who give
so much. Your service to local ataxia families are
given with great care, kindness, compassion, and
understanding. Thank you!
❖
See you in Seattle!

Generations – A Publication
for NAF Members
The National Ataxia Foundation has been
providing its members with a quality quarterly
news publication called Generations for many
years. It is one of the many benefits of being a
member of the Foundation. Generations offers
members information on cutting-edge research,
stories written by and for ataxia families, articles
on timely topics affecting the ataxia community,
current ataxia activities and events in your area,
and much more.
As the costs of postage and printing continue
to go higher, so does the cost of publishing
and distributing Generations. Therefore, NAF is
no longer able to mail Generations to nonmembers. To continue to receive Generations,
please make sure that your paid NAF membership is current. If your membership has recently

expired or will soon expire, please renew your
membership today.
For your convenience, in this issue you will
find an NAF membership envelope inserted in
the middle section of the magazine. To make
sure that you receive uninterrupted issues of
Generations, please complete the form with
your payment and mail it to the National Ataxia
Foundation. If you should have a question on
your membership status, please contact NAF at
naf @ataxia.org or call (763) 553-0020.
The National Ataxia Foundation is a membership supported, nonprofit organization established in 1957 to serve ataxia families through
research, education and support services. Your
membership is important to us and we are truly
grateful for your support. Thank you!

Wishing you a
wonderful New Year
filled with health,
happiness and prosperity

FROM THE NAF STAFF
Julie Braun, Sue Hagen, Bridget Kissell,
Michael Parent, Lori Shogren, Jan Stewart,
Brent Van Lith, and Liz Werner
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A Celebration of
International Ataxia
Awareness Day
The ninth annual International Ataxia Awareness Day was observed on September 25. Many individuals,
support groups, and ambassadors held special events to recognize the occasion.
Alabama Ambassador IAAD News

Chesapeake Chapter IAAD Campaign

By Dianne Williamson

Submitted by Carolyn Davis

On September 25, I attended my third session
of “Biotech 101,” a four-part series offered to
the public at HudsonAlpha Institute for Biotechnology in Huntsville, AL. This is a new,
nonprofit research facility which is attracting
nationally-known molecular biologists who are
on the cutting edges of using personalized DNA
to treat disease. The HudsonAlpha (HA) complex also houses 12 for-profit biotech companies
which are partnering with HA to shorten the
time between the laboratory and “the bedside.”
One presenter for the evening was Dr. Rick
Myers, head of Stanford University’s genetics/
genomics center, who recently moved to
Huntsville to accept the position of Director
of HudsonAlpha. During his presentation, Dr.
Myers mentioned he was among the first
researchers seeking the gene for Huntington’s
disease. During a break, I introduced myself to
Dr. Myers, who seemed pleasantly surprised and
interested to know that the SCAs have a voice
through a national organization (NAF) and has
representatives on local levels. He related that he
has worked with Drs. Orr and Zoghbi.
As follow-up, I will be sending Dr. Myers a
note, with an issue of Generations which includes
something related to Drs. Orr and Zoghbi. I left
NAF bookmarks for the event coordinator, who
agreed to distribute them among the researchers
and companies at HudsonAlpha.

On September 20, an estimated 200 people
gathered on the Homewood Campus of
Johns Hopkins University (JHU) for the annual
potluck picnic of NAF’s Chesapeake Chapter.
This event was co-sponsored by the recently
established Ataxia Center at JHU and largely
planned and carried out by their staff and student
volunteers under the leadership of Katie
McGuire (Clinic Coordinator) and Katie Loya
(Outreach Coordinator).
The theme of the picnic was “Changing Our
World, One Step at a Time.” Optimism and a
genuine camaraderie were felt as we greeted
friends, old and new, and shared ideas, strategies,
and stories with each other. The picnic provided
a wonderful opportunity to interact with
researchers and doctors at Johns Hopkins in a
casual setting and to explore strategies some use
to cope with their ataxic conditions. The chicken
and drinks provided by the Chapter, and the
variety of dishes brought by the attendees, fed the
crowd well.
The picnic was part of a week-long International Ataxia Awareness Day Campaign on the
JHU campus. In addition to tables with information concerning ataxia, half a dozen stations
were set up to provide experiences to help those
not aff licted to understand the challenges faced
Continued on page 13
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IAAD Celebration
Continued from page 12
by those with ataxia. Included throughout the
day were opportunities for students and others to
speak with those aff licted with ataxia and hear
their personal stories. These activities, and the
logistics of the day, were capably overseen by at
least 50 volunteers.
The Ataxia Student Ambassadors carried out
other activities on campus between September
18 and September 25 (IAAD) to increase ataxia
awareness. An effective publicity item was the
t-shirts designed by Zoe Geng and Brian Jung.
In surveys taken before September 18, only 23%
had heard of ataxia and only 16% knew what it
was. After the IAAD campaign, awareness had
doubled with 49% of those surveyed having
heard of ataxia and 32% knowing what it is. This
was the second Ataxia Awareness Campaign
undertaken on the JHU campus, with the first
being early in 2008 as the Ataxia Center was
being established at JHU’s School of Medicine.
Other IAAD activities included, through the
efforts of Bill Lee, proclamations issued by both
the State Senate and House of Representatives
recognizing September 25 as “International
Ataxia Awareness Day in Pennsylvania.”

Northern California
Ataxia Support Group IAAD News
By Dawn Pollak
On Saturday, September 27, in recognition of
International Ataxia Awareness Day, the Northern California Ataxia Support Group hosted
their First Annual Walk ’n’ Roll for Ataxia at
Baylands Park in Sunnyvale, CA. The turnout of
about 75 participants was more than expected
and the funds raised for NAF totaled about
$8,000.
Participants got up early and some drove from
several hours away to meet other ataxia group
members for the first time and support the cause.
Participants brought contributions from sponsors proving their hard work to spread awareness
about ataxia. The morning kicked off with
registration and a group stretch led by Jenny
DeRuntz and followed with a scenic one-mile
walk around the perimeter of the park. Then
there was an exciting raff le of high value prizes
donated by bay area companies and individuals.
Overall, the event was a fun-filled day of
socializing, exercising and fundraising. It was
inspiring to be with a group of people gathered
Continued on page 14

The Chesapeake Chapter’s picnic on the Homewood Campus of Johns Hopkins University
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IAAD Celebration
Continued from page 13
together to support one meaningful cause,
whether they were affected directly or indirectly
by ataxia. The event was a success and will be
used as a learning experience and a model for
future fundraising events.

Members of the Northern California Support
Group enjoyed a beautiful day for their first
annual Walk ’n’ Roll for Ataxia fund-raiser

Seattle Ataxia Support Group Walk ’n’ Roll
By Milly Lewendon
The Seattle Ataxia Support Group was so
pleased to be involved with San Diego and
Northern California in raising awareness of
ataxia and raising funds in support of individuals
with ataxia and to further research.
We had such a beautiful location on Alki Beach
in West Seattle for our first Walk ’n’ Roll event.
As one looked east there was the beautiful Seattle skyline and west was the majestic Olympic
mountains with the ferries going back and forth
right in front of our eyes. Not a raindrop in sight
either!
We had a group of over 35 participants and
volunteers who raised an impressive $7,000-plus.
We had the support of two local merchants: Alki
Bakery provided us with muffins and scones at

Winter 2008-09

the beginning of our walk and then we finished
up at Pegasus Pizza for awards. Pegasus and the
Seattle Doubletree Hotel (convention hotel)
provided us with generous gift certificates. First
Baptist Church of Kirkland provided water,
volunteers, helped with clean up, and even took
photographs.
Each participant received a bag with a healthy
treat and information from Maxx Nutrition, an
NAF pen, bookmark, and literature plus a
Walk ’n’ Roll t-shirt.
This was definitely a family affair. Our registration area had Bobbie Healy, assisted by Phoebe
Falk and Lila Brandt. They checked people in
and gave them their walk number and “milestone” punch card. The actual walk started with
“walkin’ music” – “Walk on By,” “These Boots
Were Made For Walkin’,” and more provided by
John Brandt. Indivar Falk, and Cooper Brandt
carried the banner donated by Russ Ranger.
First Aid stations were supported by Janyne
Moynihan and Nancy Knuckles.
We posted our f lyer on the West Seattle Blog
and the following comment was noted from the
blog after our walk:
Thanks to the ataxia folks for raising awareness
for this little-known aff liction. For anyone that’s
ever experienced it (BTW it’s a lot like MS) it’s an
intense and frustrating challenge to those that 

Members of the Seattle Support Group pose on
the beach after their first annual Walk ’n’ Roll
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have it. I had the chance to meet the group that was
down on Akli this morning, and wish those caring
souls the very best. I even gave them a little donation
at www.ataxia.org. Thanks, WSB, for a bit of spotlight on the lesser-known causes.
Comment by Westsider — September 27, 2008
This comment really makes all the effort
worthwhile. We are very excited about doing
this again next year, it was so much fun and we
are proud to have raised a significant amount of
support for NAF.
San Diego Ataxia Support Group
Walk ’n’ Roll for Ataxia
By Earl McLaughlin
The San Diego Ataxia Support Group celebrated International Ataxia Awareness Day by
holding the Second Annual Charley McLaughlin Walk ’n’ Roll for Ataxia, honoring Lisa Jaffe.
The Walk ’n’ Roll took place on the bay-front
in beautiful downtown San Diego.
Over 250 walkers and rollers helped raise
awareness of ataxia, and $25,000 for ataxia
research. “This was a tremendous success,” said
Earl McLaughlin, Support Group Leader and
Chairman of the Walk ’n’ Roll. “We ended up
with 25 percent more in donations than last
year,” added McLaughlin, “which is phenomenal
in this economy. We also had 25 percent more
participants.”
Walk ’n’ Roll – San Diego was named in
memory of Charley McLaughlin, who passed
away from complications of Friedreich’s ataxia.
This year’s honoree was Lisa Jaffe, an active
member of the support group and a member of
the Walk ’n’ Roll Planning Committee.
There were over 50 volunteers working at the
event. The Planning Committee members were
Earl McLaughlin, Ann Foster, Pat Ward, Jane
Jaffe, Joan Hay, Lisa Jaffe, June Wood, Dawn
Bagley, Pamba Carolan, Linda Anderson, Jacque
Clayton, Marilyn Saunders, Harold Ward, Larry
Jaffe, Walter Wallenborn, Roger Wood, Alex
Armenta, and Mike Slavin.

The San Diego Support Group’s Walk ’n’ Roll
Planning Committee

The Third Annual Charley McLaughlin Walk
’n’ Roll for Ataxia will be held on Saturday,
September 26, 2009.
Ataxia Student Ambassadors
at Johns Hopkins University
Provided by Katie McGuire, Clinic Coordinator,
Ataxia Center at JHU School of Medicine
While an Ataxia Center was being established
at Johns Hopkins University, students were
being recruited as Ataxia Student Ambassadors.
Students apply to be Ambassadors in order to
learn more about ataxia and individuals who have
ataxia. They are also interested in raising ataxia
awareness.
To date, the Ambassadors have led the International Ataxia Awareness Day program on
campus. They were also key volunteers at NAF’s
Chesapeake Chapter picnic co-sponsored by the
Ataxia Center at Johns Hopkins.
Dr. Sarah Ying, Assistant Professor of Neurology and Ophthalmology, has instructed them on
history and physicals, and they are learning their
way around the hospital and outpatient center.
The students have visited the home of two
individuals with ataxia, learning how individuals
make accommodations in order to live life to
the fullest. These Ambassadors have also begun
Continued on page 16
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Central Pennsylvania
Ambassador Celebrates IAAD
By Bill Lee

observing at the Ataxia Clinic.
It is our hope that these experiences will cause
the Ataxia Student Ambassadors to contemplate
a career in ataxia research, clinical care, or a related field. We are certain that these experiences

In response to requests from newly appointed
NAF Ambassador for Central Pennsylvania
“Bill” Lee, unanimous resolutions were passed
by both the Pennsylvania State House of Representatives and the Pennsylvania State Senate,
proclaiming September 25 as Ataxia Awareness Day throughout the Commonwealth of
Pennsylvania.
Greater Atlanta Area Support Group
By Dave Zilles
In honor of International Ataxia Awareness
Day, the Greater Atlanta Ataxia Support Group
met in the Governor Sonny Perdue’s Office to
have a Proclamation signed naming September
25 International Ataxia Awareness Day in
Georgia.
This is the sixth year we have received such a
proclamation.

Dr. Sarah Ying and the Ataxia Student Ambassadors at Johns Hopkins University

will assure that the awareness of ataxia and the
understanding of individuals affected will be
increased!
Information on the Ataxia Center at Johns
Hopkins can be found at www.hopkinsneuro.org/
ataxia or by calling Katie McGuire, Clinic
Coordinator, at (410) 955-4894.

E-mail Addresses
Wanted!
E-mail blasts from the National Ataxia
Foundation are sent out periodically on
ataxia research, events, and other timely
issues of interest regarding ataxia.
Please send your e-mail address to
julie@ataxia.org so you don’t miss out!

Members of the Greater Atlanta Support Group
receive a proclamation from Georgia Governor
Sonny Perdue

On Sunday, October 5, we held our annual
IAAD Picnic at Lake Lanier on a beautiful sunny
day and feasted on hot dogs and hamburgers. We
had 22 people attend.
In addition to the state proclamation, member
Paul Aust also had local proclamations signed
in his community to honor IAAD.
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British Columbia IAAD
By Sharon Keys

Members of the Greater Atlanta Support Group
at their IAAD Picnic

Generous donations from the people of
Summerland, British Columbia were collected
on International Ataxia Awareness Day.
I had a table set up on Main Street and talked
about the disease to anyone who passed by, and
handed out the NAF buttons and bookmarks.
I even got my picture on the local newspaper!
In general, IAAD, here in Summerland, was a
success! We’re looking forward to next year,
when we will hopefully a be able to do a Walk
’n’ Roll event!

Village of North Syracuse, NY

Seek A Miracle Ataxia Group (SAMAG)

By Mary Jane Damiano

By Chandu George

I held the IAAD ceremony on September 27
at the North Syracuse Community Center. This
was my ninth
year of serving as
an IAAD Coordinator. WSYR
Radio
News
Reporter
Jeff
Paston served as
Master of Ceremonies.
The
Central
New
York Ataxia Support Group was
in attendance. I
received proclamations from the Al Stirpe (left) presents
Village of North an IAAD proclamation
Syracuse, City of to Mary Jane Damiano
S y r a c u s e , while Emma looks on
County of Onondaga, and State of New York.
Assemblyman Al Stirpe presented me with the
Governor’s Proclamation. Refreshments were
served.

Our IAAD meeting started with the Indian
traditional lamp lighting by the eminent honorable chief guests, Mr. Mankena Srinivas Reddy
(Chairman, MIRD), Mr. Raja Reddy (Educationalist), Mr. Suresh (Nobel NGO), and Mr.
Dr. John Thomas (Medical Advisor, SAMAG).
The welcome note was given by Mr. Balakrishnan (SAMAG volunteer), inviting honorable
chief guest Mr. Mankena Srinivas Reddy to
speak about the initiative.
Mr. Mankena Srinivas Reddy said SAMAG is
one the best forums for spreading awareness and
working towards welfare of ataxians in India. He
later signed a proclamation recognizing International Ataxia Awareness Day on September 25.
Following his speech, he proclaimed Mr.
Chandu George (President of SAMAG) as the
Andhra Pradesh (Indian State) Convener for
Ataxia Group, as one of the wings under his
Organization. He promised to take this initiative
to an all-India level and bring the ideas of
providing resources to the notice of higher
dignitaries.
Dr. John Thomas shared information on what
ataxia is and how it can be identified, and other

My Service Dog CWC Emma and I appeared
on the MDA Labor Day Telethon. I spoke about
living with Friedreich’s ataxia.

Continued on page 18
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IAAD Celebration
Continued from page 17
advice on managing life with ataxia. He even
stressed the importance of setting up a SAMAG
Research Center and Rehabilitation Center to
carry out research activities and come up with a
cure, as well as to rehabilitate affected persons to
lead a better, more independent life.
Out of their experiences, Mr. Chandu George
and Ms. Nirmala shared their day-to-day activities and suggested a few simple exercises for the
ataxians to make life better. The latest research
activities, information, and programs being
carried out by the National Ataxia Foundation
and other worldwide ataxia organizations were
discussed and shared with guests. It was a good
note for the IAAD meeting and an inspiring
aspect for SAMAG that motivates us to disseminate a message on ataxia awareness.
The concluding note was given by Mr. Satish
(SAMAG volunteer). He briefed those in attendance about all the SAMAG activities that are
carried out to promote awareness on ataxia and
explained the need to achieve the objectives of
SAMAG.

Srinivas Reddy (left) signs an IAAD proclamation while Chandu George (right) and George
Sr. look on

Finally, the vote of thanks was given by
Mr. George (Senior) to the chief guests and other
associates for the opportunity to conduct this
IAAD meeting and for giving their valuable time
to share their views. He also thanked our
SAMAG team for their collective efforts in
making this event a grand success.
❖

The Seek A Miracle Ataxia Group (SAMAG) celebrating International Ataxia Awareness Day in India
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NAF Exhibits at Abilities Expos
By Earl McLaughlin
The NAF exhibited at the Southern California (Anaheim) and Minnesota (Minneapolis)
Abilities Expos this year. The NAF is an official
sponsor of the Abilities Expo.
The Southern California Abilities Expo was
held May 30- June 1, and was staffed by members of the Los Angeles and Orange County
Ataxia Support Groups under the direction of
Sid Luther, leader of the Los Angeles Ataxia
Support Group.
The Minnesota Abilities Expo was held
September 12-14 and was staffed by members of
the Twin Cities Ataxia Support Group, under
the direction of its leader, Lenore Healey Schultz.
The Abilities Expo is the largest show in the
nation devoted exclusively to products and
services for people with disabilities and others
who need assistance, as well as family members,
and health care and rehabilitation professionals.
It offers an opportunity to see, try, compare, and
buy products and services that can enhance people’s lives to make life easier, more productive,
more independent, and more enjoyable.
A show like the Abilities Expo gives NAF an
opportunity to spread the word of ataxia. It’s a

Twin Cities Ataxia Support Group members
Jill Bigelow (left), Lenore Healey Schultz,
Bob Strudavnt, and Karen Pirkl staff the NAF
booth at the Abilities Expo in Minneapolis

great way to increase public awareness.
NAF usually exhibits at two or three Abilities
Expos each year. For 2009, plans are being made
to exhibit at the New York Metro Show on April
17-19, and the Southern California show (for the
23rd time) on May 29-31. The Abilities Expo is
also planning to be in Chicago and Atlanta, on
dates to be determined.
For more information about the Abilities
Expo, go to www.abilitiesexpo.com. To find out
more about NAF’s exhibits, please contact Earl
McLaughlin at emclaugh@cox.net.
❖

Use iSearchiGive
and NAF Benefits

Mystery
Diagnosis

iSearchiGive.com, a new search engine
powered by Yahoo! Search and iGive.com,
is the internet’s first online shopping mall
where a portion of each purchase is donated to a charity of your choice.
Sign up today and indicate that the
National Ataxia Foundation is your favorite
cause. It is totally free with no hidden fees
and provides support for the important work
of the National Ataxia Foundation.
Thank you for searching and shopping!

The Discovery Health Channel TV show
“Mystery Diagnosis” is currently casting for
their seventh season. They profile stories
of people dealing with rare diseases who
have struggled to find a diagnosis or have
been misdiagnosed in some way.
The producers are interested in doing a
story on someone with ataxia. If you meet
the description above and would like to
tell your story, please send an e-mail to
MysteryDiagnosisCasting@gmail.com.

Gen_0804_13-24.qxp:Layout 1

Page 20

12/16/08

11:55 AM

Page 20

Generations

Winter 2008-09

NAF Earns 4-Star Rating from
Charity Navigator for Fifth Straight Year
The National Ataxia Foundation (NAF) is
pleased to announce that Charity Navigator,
America’s largest and leading charity evaluator,
has awarded the Foundation its fifth consecutive 4-star rating out of a possible four stars.
This coveted 4-star rating is awarded to nonprofit organizations that have shown sound
fiscal management.
Charity Navigator in a recent letter to the National Ataxia Foundation stated, “We are proud
to announce National Ataxia Foundation has
earned our fifth consecutive 4-star rating for
its ability to efficiently manage and grow its
finances. Only 3% of the charities we’ve rated

have received at least 5 consecutive 4-star evaluations, indicating that National Ataxia Foundation consistently executes its mission in a
fiscally responsible way, and outperforms most
charities in America.”
The National Ataxia Foundation is honored to
receive this coveted 4-star rating, now five years
in a row, and will continue to work hard in its
efforts of managing its programs and services
in an effective and efficient manner.
The Foundation would like to thank you for
your support and will continue its dedication to
improve the lives of persons affected by ataxia
through support, education, and research.

A Journey of Hope
By Crystal Frohna
My story begins rather late in life. Although I
had been getting more fatigued over the past few
years, I turned 40 with a positive attitude. I had
a good job, a wonderful husband and a beautiful
18-year-old daughter who was going off to
college.
Things changed one day when my right hand
went numb. My doctor assured me over the
phone it was probably carpal tunnel syndrome.
Upon examining me, however, he referred me
to a neurologist, the first of many. After lengthy
testing, the neurologist handed me a slip of paper
that said “Charcot Marie Tooth disease (CMT),
peripheral neuropathy” and assured me I would
be healthy into my 70s. I had never heard of
CMT. This was in 1987, and there was no information available. I was able to find out what
peripheral neuropathy was, and carried on with
my life.
Next I began to bump into walls at work,

which people commented on and I joked about,
but it concerned me. After that my left hand
went numb, then my right foot, and finally my
left foot. My walking started to deteriorate. As
far as I could tell, this was more than peripheral
neuropathy.
Two years later we were on a trip and I got up
in the middle of the night to use the restroom
and was completely distressed when I fell back in
bed. It felt like someone pushed me down! From
that day on, it was as though my body had had a
40-year warranty and I was two years beyond its
expiration date!
I underwent more testing and the results were
so unusual it was enough to get me on Social
Security Disability Insurance. I mourned my old
life. People didn’t understand how I could be
disabled because I “looked good,” but I had new
symptoms that kept cropping up. I developed
nystagmus. Suddenly my face went numb 
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Making Music
Like many people, Brandon Campbell finds inspiration and comfort from music. He developed
an appreciation and knack for musical instruments after taking piano lessons as
a young child, and playing the cello
in middle school. At 18, Campbell
picked up the guitar and found his
instrument of choice. Ten years
later he was diagnosed with sporadic cerebellar ataxia, but music remained a constant in his life.
Campbell recently released an
album entitled “Trilogies,” which is
a collection of instrumental rock guitar originals
that he wrote, performed, and recorded.
Campbell says that the music he plays has

been greatly influenced by his ataxia. “In the
years since the diagnosis it has become somewhat melancholic, but at the same time it is
beautiful to me and makes me
happy,” he said.
He notes that although his ataxia
makes some things in life difficult, it
has not affected his guitar playing.
“Playing the guitar lets me connect
with something special. It’s something ataxia can never affect,” he
added.
Campbell plans to donate 15% of
proceeds from his CD sales to the National
Ataxia Foundation. “Trilogies” is available at
www.cdbaby.com and www.amazon.com.

October of 2006, 19 years after my first sympand stayed that way. My walking deteriorated to
toms showed up. For 10 years all the neurologists
the point that I needed to use a wheelchair.
had agreed I had Friedreich’s ataxia. My current
At this point I had to try not to fall into what I
neurologist suggested I have genetic testing
call the “poor me” syndrome. The frustration of
performed. We were both f labbergasted when it
searching for a correct diagnosis combined with
came back negative. So he tested me for all the
symptoms that are changing almost daily can
SCA’s and they all came back
bring you down into a quagmire of
negative. He decided to run a test
depression and hopelessness.
for CMT. It came back positive:
My husband and I learned to take
CMT2A unknown variant with
things one day at a time. He had
ataxia. I finally had a diagnosis that
become my caretaker, cooked all
made sense! I had a rare, unknown
the meals, did all the grocery shopvariant of CMT with ataxia,
ping and ran his own business. I
probably specific to my family and
helped out where I could with
unknown back in 1987.
laundry and driving myself to
I didn’t know about the Tampa
doctor’s appointments. I could
Bay Ataxia Support Group or NAF
make short runs to a store for a few
until 2004. I learned so much at my
things, so I still felt useful. As the
first meeting! It was wonderful to
years wore on and new symptoms Crystal Frohna
meet people with problems like
popped up we started joking that
mine and to know I was not alone in this.
we were married “for worse or worse.” It’s so
important to keep a good sense of humor when
I found my hope by finding others like me
going through a lengthy debilitating illness,
and getting information through NAF. It is my
especially when the prognosis is unknown.
mission to help other ataxians find their way to
I didn’t get a definitive diagnosis until
hope as well.
❖
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The Board of Directors of the National Ataxia Foundation
Cordially Invites You to the 2009 Annual Membership Meeting

“Climb Every Mountain”
Dates: March 20-22, 2009

Location: Doubletree Hotel Seattle Airport
18740 International Boulevard
Seattle, WA 98188
(206) 246-8600 Fax: (206) 901-5923

Advance Registration Fee for NAF members or Spouse/Caregiver:
A low registration fee of $55 per person gains you complete access to all Break Out and
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 February15, 2009 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 15, 2009. 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 15, 2009

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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2009 NAF Annual Membership Meeting Agenda
Please Note: Due to circumstances beyond our control, this meeting agenda is subject to change.

WEDNESDAY, March 18

Event

Location

Time

Location

Time

Location

Time

NAF Registration ...................................... Northwest 1 ................................................................. 6:00 - 9:00 p.m.

THURSDAY, March 19

Event

NAF Registration ...................................... Northwest 1 ................................................................. 8:00 a.m. - 9:00 p.m.
Ride Ataxia III Arrival ................................ Tower Entrance/Ballroom Foyer ................................ 2:00 p.m.
Leadership Meeting .................................. Northwest 2 ................................................................. 3:30 - 6:00 p.m.
Internet Group .......................................... Northwest 2 ................................................................. 7:00 - 9:00 p.m.

FRIDAY, March 20

Event

NAF Registration ...................................... Northwest 1 ................................................................. 7:30 a.m. - 5:30 p.m.
Exhibitors .................................................. Ballroom Foyer ........................................................... 8:00 a.m. - 5:30 p.m.
General Sessions ..................................... Grand Ballroom .......................................................... 9:00 a.m. - 1:00 p.m.
Nintendo Wii Demonstration .................... Olympic 1 .................................................................... 10:00 a.m. - 2:00 p.m.
Lunch ........................................................ On Your Own .............................................................. 1:00 p.m.
Birds of a Feather (see below) ................. Various Meeting Rooms ............................................. 2:00 - 5:00 p.m.
Reception ................................................. Grand Ballroom .......................................................... 7:00 p.m.

Friday General Sessions

Time
Speaker
Topic
9:00 a.m. ............ Arnie Gruetzmacher ................................ Welcome & Opening Remarks
9:20 a.m. ............ Meilee Anderson ...................................... Welcome from the Seattle South Side Office of Tourism
9:30 a.m. ............ Laura Ranum, PhD ................................. Ataxia 101
10:00 a.m. .......... Corrie Smith, MS, CGC ........................... Genetics 101/Gene Testing
11:00 a.m. .............................................................................. BREAK
11:30 a.m. ........... Harry Orr, PhD ......................................... Ataxia Research Review
Noon ................... S.H. Subramony, MD .............................. Ataxia Patient Registries
12:30 p.m. .......... Q&A Panel
1:00 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 as follows:
Session

Location

Notes

Ataxians
SCA1 .................................................... Evergreen 3
SCA2 .................................................... Cascade 13
SCA3 .................................................... Cascade 9 & 10
SCA6 .................................................... Cascade 12
All other SCAs ...................................... Evergreen 4 ........................... Any SCA other than 1, 2, 3, or 6
Sporadic/MSA ...................................... Northwest 3
FA Adults ............................................... Grand Ballroom
Unknown/Episodic/AOA 1 & 2 .............. Northwest 2 ........................... Attend if you do not know your type of ataxia
Parents ..................................................... Evergreen 1 & 2 .................... Physicians will join the group for the final hour
Caregivers ............................................... Cascade 3 & 4 ....................... See below*
Spouses ................................................... Cascade 1 & 2 ....................... 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.
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2009 NAF Annual Membership Meeting Agenda
Please Note: Due to circumstances beyond our control, this meeting agenda is subject to change.

SATURDAY, March 21

Event

Location

Time

NAF Registration ...................................... Northwest 1 ................................................................. 7:30 a.m. - 5:30 p.m.
Exhibitors .................................................. Ballroom Foyer ........................................................... 8:00 a.m. - 6:00 p.m.
General Sessions ..................................... Grand Ballroom .......................................................... 8:30 a.m. - noon
Nintendo Wii Demonstration .................... Olympic 1 .................................................................... 10:00 a.m. - 2:00 p.m.
Lunch ........................................................ On Your Own .............................................................. Noon
General Sessions ..................................... Grand Ballroom .......................................................... 1:00 - 5:00 p.m.
Silent Auction ............................................ Northwest 2 & 3 .......................................................... 3:30 - 7:30 p.m.
Catholic Service ........................................ Cascade 9 & 10 .......................................................... 6:00 - 6:45 p.m.
Non-denominational Service .................... Cascade 13 ................................................................. 6:00 - 6:45 p.m.
NAF Banquet ............................................ Grand Ballroom .......................................................... 7:00 p.m.

Saturday General Sessions

Time
Speaker
Topic
8:30 a.m. ............ Thomas Bird, MD .................................... Ataxia: The Seattle Experience
9:00 a.m. ............ Gregory Carter, MD, MS ......................... Rehabilitation Aspects of Ataxia
10:00 a.m. .......... Kristie Spencer, PhD, CCC-SLP ............. Speech & Swallowing
11:00 a.m. ........... Michael Wilensky, MD ............................. Medication Considerations in Ataxia
11:30 a.m. ........... Q&A Panel
Noon ...................................................................................... LUNCH
1:00 p.m. ............ Mark Napierala, PhD ............................... Targeting DNA Structure for Friedreich’s Ataxia Therapy
1:30 p.m. ............ Henry Paulson, MD, PhD ........................ Polyglutamine Ataxias
2:00 p.m. ............ Ralph Miller .............................................. Wheelchair Yoga
3:00 p.m. ............ Arnie Gruetzmacher ................................ Financial Planning
4:00 p.m. ............ Sid Gilman, MD ....................................... Sporadic Ataxia
4:30 p.m. ............ Q&A Panel

SUNDAY, March 22

Event

Location

Time

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

Sunday General Sessions

Time
Speaker
Topic
8:30 a.m. ............ Susan Perlman, MD ................................ Managing Ataxia and Managing your Neurologist
9:00 a.m. ............ David Lynch, MD ..................................... FRDA Clinical Trials
9:30 a.m. ............ Timothy Maher, PhD ................................ Nutrition and Ataxia
10:00 a.m. .......... Arnulf Koeppen, MD ................................ Tissue Donation
10:30 a.m. .......... Ryan Boudreau, PhD .............................. RNAi Research
11:00 a.m. .......... Grisel Lopez, MD ..................................... Lithium Treatment for Patients with SCA1 – Clinical Trial
11:30 a.m. .......... George Wilmot, MD, PhD ....................... What We Have Learned
Noon .................. Q&A Panel................................................
12:30 p.m. .......... Arnie Gruetzmacher ................................ Closing Remarks
View the latest information available about the Annual Membership Meeting on our Web site, www.ataxia.org.
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2009 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)

3. Name: _______________________________
Name on Badge: _______________________
Address: ______________________________
City/ State/ Zip: _________________________
Country: ________ Phone: _______________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0 -12)

5. Name: _______________________________
Name on Badge: _______________________
Address: ______________________________
City/ State/ Zip: _________________________
Country: ________ Phone: _______________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0 -12)

2. Name: _______________________________
Name on Badge: _______________________
Address: ______________________________
City/ State/ Zip: _________________________
Country: ________ Phone: _______________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0 -12)

4. Name: _______________________________
Name on Badge: _______________________
Address: ______________________________
City/ State/ Zip: _________________________
Country: ________ Phone: _______________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0 -12)
Assist Dog Name: ________________________

Assist Dog Name: ________________________

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

Y or N

3. If you are attending the Banquet, would you like the
Vegetarian (V) or Gluten-Free (G) option?
Blank, V or G

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. Please indicate if you are the Personal Care Attendant

6. Are you a paid member of NAF? (Contact us if unsure)

Y or N
Y or N

By attending the 2009 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.

#5

Gen_0804_25-36.qxp:Layout 1

12/16/08

11:59 AM

Page 26

Page 26

Winter 2008-09

Generations

2009 NAF Annual Membership Meeting Registration
Payment Information for NAF MEMBERS

Registration Fee for INDIVIDUAL Members and Spouse/Caregiver
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

Amount
$55 ea.

$80 ea.

Registration Fee for Non-NAF Members

$110 ea.

Payment Information for NON-NAF MEMBERS

Late Registration for Non-NAF Members (Includes all registrations postmarked after Feb. 15 and all registrations at the door )

Total

Quantity

Total

Quantity

Total

$55 ea.
or maximum
$220

Late Registration for NAF Members (Includes all registrations
postmarked after Feb. 15 and all registrations at the door )

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

Quantity

Amount

$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)
❒ $100+ (Annual Patron)
❒ $500 (Lifetime)
____ $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!)

PAYMENT INFORMATION: ❒ Visa ❒ MasterCard ❒ Check enclosed

TOTAL CHARGES:

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 15, 2009

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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Life Planning – The Final Component
in the Estate Planning Process
Planning For the Financial Future of A Person With A Disability
By Arnie Gruetzmacher
This is the final part of a five-part series of articles regarding the Life Plan. Arnie has spent the last 27 years
working with families of persons with a disability assisting them in preparing a Comprehensive Life Plan. If
you have any questions regarding financial/estate planning, please e-mail or address the Editor and Arnie will
reply in our next issue or contact you directly.
agencies you work with; a picture of the family
In previous issues, we discussed the first
member with a disability, copies of admission
components of the Comprehensive Life Plan: the
papers for schools, camps, etc; IEP (Individual
Life Plan component, the Financial component,
Education Plan) or other evaluations and
and the Legal component. In this issue we will
plans; and any other valuable
move on to the last component,
information.
Plan Management. This step is
as important to a Comprehensive
The caregiver’s items should
Life Plan as regular maintenance is
include: copies of your wills
to a new house. Both will deterioand Supplemental Needs Trust;
rate without attention.
a record of all assets in the trust;
copies of your recent tax return;
Plan Management involves three
your Social Security card(s); birth,
parts: 1) preparing a Life Planning
marriage, and divorce records;
Portfolio, 2) meeting with your
a family portrait and any other
successors, and 3) participating in
documents that will assist the
annual reviews.
transition from the caregiver to
The objective of the Life Planthe successor. Finally, place the
ning Portfolio is to put all-imporArnie Gruetzmacher
Planning Portfolio in a location
tant information and documents
where
your
successors
know it is and where it is
regarding your family member with a disability
readily available to them.
and you in one easy-to-find location. This will
It is important to meet with your successors as
save a lot of time and frustration for your successoon as possible after you have completed your
sors. I have found that a three-ring binder with
planning. You may want to have them over for
plastic page protectors is excellent for a Life
Sunday dinner. You will want to explain to them
Planning Portfolio. Items to include are: the
your Comprehensive Life Plan and detail their
completed Letter of Intent, copies of the family
duties and your expectations. Show them where
member’s birth certificate, Social Security card
you will be keeping your Life Planning Portfolio
and health card; guardianship or conservatorship
and other pertinent information. Also, notify
documents; a copy of his or her most recent
friends and relatives of your Supplemental Needs
Medicaid application; information on the
Trust, so that if they want to leave a gift or
government agency you may have worked with
and a copy of the case worker’s card; names and
phone number of contact persons at the various
Continued on page 28
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Life Planning
Continued from page 27
inheritance to your family member with a
disability, they can leave it in the trust.
On an annual basis, review your plan to assure
that all of your objectives are being met. Update
the Letter of Intent and reevaluate your successors. Have some of them died, moved away or

indicated a lack of interest? Review your funding goals to assure that they are still realistic and
change any legal documents as needed.
Finally, RELAX. You can now be assured
that you have done as much as is possible to
assure that your family member with a disability
will have an excellent quality of life even when
you are no longer here to help provide it for
them.
❖

Tracey Gallant Balis continued a written tradition started
in the 1980’s by her father John B. Gallant Jr. before his
passing in 1988. The two regularly contributed original
poems and personal stories related to their hereditary
ataxia for publication in Generations.
Tracey Gallant Balis passed away in October 2008, yet
she and her father’s writings will live on. Below is a poem
Tracey wrote to share with the readers of Generations.

Let’s Reminisce
By Tracey Gallant Balis

Don’t we all remember eating those caramel apples,
Feeling them drip all over our fingers, boy those were good,
Raking up the Fall colored leaves, only to jump in them,
We were carefree, we still can be,
The fun it was stuffing Dad’s old flannel shirt and jeans,
Making that scarecrow we were so proud of,
Feeling the crisp dry air on our face,
I always remember how wonderful reminiscing is,
We can all go to those places from the past,
For me, I do this and it takes me away from my pain
and struggles that afflict me daily, having SCA2.
Reminiscing for a short while is a breath of fresh air,
Some days it is hard for me to smile, I go to those places,
to those places from the past, and the smile starts flowing,
So next time when you just can’t make that smile,
Let’s Reminisce

Winter 2008-09
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NAF Young Investigator
Receives Funding from the
National Institutes of Health
In December 2006, the National Ataxia Foundation awarded a Young Investigator Research Award to Marek
Napierala, PhD, for his research application entitled, “DNA Structure of GAA*TTC Repeats as a Target
for Friedreich’s Ataxia Therapy.” In addition to advancing research to find treatments and cures for ataxia,
another purpose of NAF’s Young Investigator Research Award is to encourage young clinical and scientific
investigators to pursue a career in the field of ataxia. It is exciting to report that Dr. Napierala’s R21 grant
application to the National Institutes of Health entitled: “Targeting Trinucleotide Repeats-induced Transcriptional Silencing in Friedreich’s Ataxia” has been funded by National Institute of Neurological Diseases
and Stroke. These research efforts will be a direct continuation of his Young Investigator Award.
The National Ataxia Foundation is very pleased that Dr. Napierala received additional funding to continue
his important work. NAF funded researchers are often able to leverage additional support from other sources once
they receive an NAF research grant. In fact, many times researchers who are awarded an NAF research grant
are able to leverage an additional 5- to 10-fold increase in funding from their initial NAF grant. Some NAF
sponsored researchers have seen a 100-fold increase in funding levels. What that means is that each NAF
dollar spent on research could equate to an additional 5- to 100-fold increase in additional funding for ataxia
research from other sources.
Below you will find Dr. Napierala’s summary of the research that he has been conducting.
Friedreich’s ataxia (FRDA) is a genetic disorder
affecting approximately 1 in 50,000 people. The
FRDA symptoms include progressive muscle
weakness and loss of coordination, vision
impairment and hearing loss, heart muscle abnormalities, scoliosis, and diabetes. Friedreich’s
ataxia is caused by mutation in the FXN gene.
The most frequent genetic defect in FRDA
patients is an elongation of certain type of
DNA sequence called GAA repeats. In healthy
people there are a few copies of GAA repeats in
the FXN gene, while in FRDA patients this
sequence is expanded up to hundreds or even
thousands of copies. This mutation in the gene
responsible for Friedreich’s ataxia leads to a block
in the information f low from DNA and consequently to the deficiency in the production of
the protein called frataxin.
The goal of our research is to find potential

therapeutic drugs capable of releasing the block
imposed by long GAA repeats and increase the
production of the frataxin. Our strategy is to
analyze hundreds of thousands of chemical
compounds of potential therapeutic activities and
select those which will increase the production
of frataxin in FRDA patients. To analyze such
large numbers of potential drugs, we developed
a model gene, harboring genetic defect identical
to the FRDA mutation. The activity of this
model gene, unlike the activity of the FRDA
gene, can be analyzed using automatic, highly
efficient robotic systems. This high-throughput
approach will allow us to screen collections of
thousands of chemicals in the search for stimulators of frataxin production. Selected compounds
will be tested in human cell lines and Friedreich’s
Continued on page 30

Gen_0804_25-36.qxp:Layout 1

12/16/08

Page 30

11:59 AM

Page 30

Generations

NAF Young Investigator...
Continued from page 29
ataxia animal models.
This research was initiated by a grant awarded
to us by the National Ataxia Foundation. In the
end of September of 2008 the National Institute
of Neurological Diseases and Stroke, a component of the National Institutes of Health,
awarded our grant application for continuation
and expansion of these studies. This support will

Winter 2008-09

allow us to move from the construction and
validation stage of our model system towards
screening of large libraries of potential drugs.
The high-throughput analyses will be conducted
at one of the Molecular Library Probe Production Center designated by National Institutes of
Health.
We expect that this research will reveal new
classes of potential therapeutic compounds and
lead to the development of treatment for Fried❖
reich’s ataxia.

David’s Story
By Linda Worsham

My husband David received MRI results
showing degeneration of his cerebellum on
November 16, 2001, just 10 days short of his
54th birthday. He died September 25, 2008.
I spent the ninth annual International Ataxia
Awareness Day celebrating the life of a man who
lived, and died, with ataxia yet never lost hope –
and never lost his ability to make a joke and laugh
with a visitor. I celebrate ongoing efforts toward
increased awareness and research related to all
disorders resulting in ataxia; and I sincerely hope
we will eventually have more answers than questions.
From the moment we received the diagnosis,
David and I read everything we could find on
cerebellum degeneration and ataxia. When our
daughter introduced us to a beautiful middleaged woman diagnosed with Friedreich’s ataxia,
we began attending ataxia support group meetings and reading Generations.
During the year following David’s diagnosis,
we lived on hope (and denial). David was able
to walk using a cane, so we began collecting
interesting-looking canes for every occasion.
His speech had become a little slurred, but we
joked about his southern drawl and tendency to

mumble – and we laughed about how I did
enough talking for both of us. Later, when David
needed a walker instead of a cane, we decorated
his first little three-wheeled model with Harley
Davidson emblems.
David and I shared mixed feelings about the
ataxia support group meetings. We enjoyed
group members’ stories about working around
physical limitations. We identified strongly with
members who used humor as a coping skill, and
those who resolved to live in the present and
make the most of each day. We did not relate to
group members looking for a pity party. David
and I searched the Internet and read everything
we could find about ataxia, but we were left with
more questions than answers.
At six-feet-two inches tall and 195 pounds,
David was an energetic picture of health. My
husband was truly in his prime, enjoying the
success of his small business, our log vacation
home in the Tennessee hills, and the fun we were
having learning to live again as just a couple in
our newly empty nest.
David participated in physical therapy sessions
and enthusiastically practiced every prescribed
routine. He also practiced speech therapy 
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stair-lift chair so he could access his home office
exercises and never doubted he would prevail
on the basement level of the house. David’s days
over his shrunken cerebellum. David and I
were spent at his computer e-mailing friends or
always tackled problems with optimism, creativPhotoshopping old family pictures. With the
ity, and determination. Cerebellar ataxia would
right accommodations, David was able to be selfbe no different, but we discovered the battle
sufficient enough during the day for me to take
would take place on an up-hill grade.
a reporter job with the local newspaper. Life was
During the second year after his diagnosis,
good – different, but good.
David had to faced the harsh reality that he could
David spent most of his time at home in a
no longer effectively run his business. Customer
hospital bed during 2007, because of fatigue and
confidence in the stability of the company
diminished stamina. I moved his computer to the
became shaky when the owner’s speech and
bedroom and he continued e-mailing. Once
mobility impairment became known, and orders
again, David made the best of an undesirable cirdeclined. The company was dissolved and we
cumstance. He survived a massive
sold the 25,000 square foot buildpulmonary embolism, presumably
ing housing one of David’s proudattributed to throwing a clot as a
est achievements.
result of immobility, on December
We soon began feeling like
30, 2007. His heart and lungs were
the proverbial ‘hot potato’ being
strong and healthy enough to allow
bounced around among medical
him to survive, against the odds,
specialists. The neurologist told us
according to the pulmonary spea bladder problem was urological,
cialist. He joked with doctors and
and the urologist told us the probnurses and kept visitors laughing
lem was neurological. Although
during the 12-day hospital stay.
each of David’s doctors was highly
David never regained the limited
competent and empathetic, we
strength he had prior to the emquickly came to understand how
bolism and was bedridden most
very little the medical community David Worsham
of the time until his death on September 25.
understands about cerebellum degeneration –
Although he needed total physical care during
and how severely limited treatment options are.
his final months, David never lost his ability
After weighing alternatives and assessing priorto find humor in everything. On Saturday,
ities, David and I decided to sell our home in
September 20, after having one of his favorite
Florida and relocate to our Tennessee “cabin in
breakfasts and bantering about life in general, my
the woods.” David and I had self-contracted
husband fell asleep for a nap and never awoke.
building our vacation home, and we had done
David’s final MRI showed multiple brain infarcmuch of the interior finishing. While moving to
tions and no cognitive function. We authorized
our home in Tennessee would necessitate my
removal of life support on September 25, and
leaving a 24-year career with a social services
David was free of the body that had failed him.
organization in Florida (and a comfortable inWhile ataxia research news is encouraging, I
come), we knew the decision was right for us.
want to share David’s story with people and their
Our new adventure began in November 2005.
loved ones who live with the realities of ataxia
David was able to ambulate slowly with the use
today. We have to play the life cards we are dealt;
of a walker, and he struggled to make his speech
but if we decide not to be defined by disability,
understood, but his spirits were great. We
life quality can be found and appreciated every
enjoyed looking out the windows and seeing
day, at every stage.
cows instead of neighbors; and we installed a
❖
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Fundraising with the Family
When Marcia Kohl of Brainerd, MN put on a
fundraiser for the National Ataxia Foundation
she found a helping hand from her family. Kohl
enlisted the time and talents of her 11 siblings
and subsequent band of nieces, nephews, and
extended family members to help plan and
coordinate her event.
The fundraiser was inspired by Marcia’s
husband Brian and son Jordan, who both have
SCA 2.
Their fundraising activities included the sale of
t-shirts specifically made for the event and cookbooks filled with family recipes. Both items were
given an artistic flair and designed by members of
Kohl’s family.
The event also included a silent auction,
temporary tattoo and face-painting station, as
well as live entertainment by the Wayne Renn
Band. Kohl notes that the efforts of her niece
Megan Cummings and Extreme Cage Fighter,
Brock Larson helped make the event a success.

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
Phone: 518.626.6377
Fax: 518.626.6369
E-mail: Arnulf.Koeppen@ va.gov

Kohl family members Brian (left), Jordan, and
Marcia pose for a photo during their fundraiser

The local newspaper helped publicize the
event, and local businesses made donations,
including goods and services.
For their efforts Kohl and her family raised
almost $13,000, which they donated to NAF to
support promising ataxia research.
The Foundation would like to thank Marcia
Kohl and her family for their fundraising efforts
❖
and generous donation!

Matching Gifts
Many employers will match your gift to
NAF. Please ask your employer if they have
a Matching Gifts Program. If they do, your
gift will double in value.
Each dollar contributed brings help and
hope to ataxia families across the country.

GoodSearch
Did you know that using GoodSearch for
Internet searches provides donations to
NAF? GoodSearch recently added online
shopping to their site, with a donation made
to the Foundation with every purchase.
Visit www.goodsearch.com today!

Gen_0804_25-36.qxp:Layout 1

12/16/08

Winter 2008-09

12:00 PM

Page 33

Generations

Greater Chicago Area
Ataxia Support Group
By Craig Lisack
Our recent meetings have featured a physical
therapist from Good Samaritan Hospital presenting an exercise program for ataxians as well
as a mobility aid presentation by a representative
from the Standing Chair Co. Both were met
with extreme interest by our members.
Many of us got together at Arabian Knights
Farm in August for an ataxia fundraiser. Thanks
much to the Golminas and Cepkauskas families
for putting this together. Total attendance was
great and we raised a good amount of funds and
awareness for the NAF and the University of
Chicago’s Ataxia Center. To learn more about
upcoming events, visit www.fightataxia.org.
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She showed us slides and films of ataxia patients
before and after her studies with the drug. Most
members of WCFASG have seen this with their
own eyes because we have several members
participating in her studies. But it is amazing to
watch the patients before and then after treatment on video. The improvement in symptoms
is astounding in some patients!
Dr. Zesiewicz also told us that she and her collaborators from UCLA, University of Chicago,
Emory University, UTMB Galveston, University of Pennsylvania, and University of Michi-

West Central Florida
Ataxia Support Group
By Crystal Frohna
We had our Annual Meeting and Thanksgiving Feast on November 8 at Feathersound
Community in Clearwater, FL. We had a good
attendance of about 40 people including new
friends from the Jacksonville and Orlando
Groups, as well as Bill Lee, who came all the way
from Pennsylvania. We all enjoyed a complete
turkey dinner prepared and donated by group
members and our speakers!
Dr. Theresa Zesiewicz is a neurologist who
does clinical research in ataxia at the University
of South Florida with amazing results. We were
privileged to have her as our first speaker. She
explained that it came to her attention that a
drug currently on the market improved ataxia.

Dr. Theresa Zesiewicz (right) and Dr. Thomas
Clouse watch a video during the November 8
meeting of the West Central Florida Support
Group

gan are in the very first stages of this research and
that NAF has funded her new clinical study
beginning in January. Thank you, NAF!
Dr. Thomas Clouse of “Walking With
Ataxia” fame was our second speaker and, as
always, was very motivational. He maintains that
we still have all the “equipment” required to
Continued on page 34
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Chapter and Support Group News
Continued from page 33
walk, but because of cerebellar/spinal dysfunction we have acquired habits in our posture and
movement to compensate and thereby keep our
balance, and that these bad habits prevent us
from walking more normally. With proper
strengthening of the body and correction of
these bad habits, Dr. Clouse has shown that a
person with ataxia can improve their walking
ability through confidence and hard work.
Dr. Clouse has SCA-14 and developed his
methods by strengthening his own body and
retraining himself how to walk. His demonstrations with several “guinea pigs” amongst the
attendees showed us his methods of getting on
the road to walking better. Not only did he get
the patients to walk better in just minutes, the
participants gained more confidence as well!
This was our third visit from Dr. Clouse and
we welcome him back any time. If you get a
chance to see Dr. Clouse in action, I strongly
advise you to attend!
Northern California
Ataxia Support Group (NCASG)
By Deborah Taylor Omictin
The Northern California Ataxia Support
Group (NCASG) held its last meeting of the
year on October 11 with several newcomers in
attendance. We had no formal guest speaker but
heard from several that attended the recent
ACARM7 and our first Walk ’n’ Roll events in
September. We enthusiastically thanked Dawn
Pollak for organizing the Walk ’n’ Roll and hope
it will become an annual event for our group.
After a delicious lunch we broke into two groups
for discussion for the remainder of the meeting.
We thanked Mike Fernandes for coordinating
the ACARM7 event. The next ACARM will
be in two years.
To have our meeting f lyers mailed directly to
your home you must become a member of
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NAF. You can sign up online or on the back
of a Generations newsletter. To subscribe to
our on-line group, please send an e-mail to
NoCalAtaxiasubscribe@yahoogroups.com. To sign
up for the Cooperative Ataxia Group Registry
online, for ataxians interested in participating in
ataxia studies or clinical trials, please visit
www.cooperative-ataxia-group.org/participate.htm.
We decided to schedule only three meetings
next year at the Church in Lafayette. The tentative dates for 2009 are April 11, July 11, and
October (date TBD). We welcome everyone to
our meetings and if you can volunteer to help
with lunch or a guest speaker for our meetings,
please contact me. For further information on
the NCASG, please contact group leader
Deborah Omictin at (510) 783-3190 or
rsisbig@aol.com, or by visiting our website at
www.geocities.com/casupport.
Northeast Florida Ataxia Support Group
By June McGrane
Our N.E. Florida Ataxia Support Group met
at the Bridges Restaurant in Jacksonville to
celebrate International Ataxia Awareness Day.
We enjoyed good weather and a wonderful
water view.
On November 8, we changed plans and
accepted the invitation from the West Central
Florida Support Group to join them for their
meeting. Some of our members were able to
join them for an early, delicious Thanksgiving
dinner and presentations from two speakers.
Dr. Theresa Zesiewicz, of the University of
South Florida, and Dr. Tom Clouse were the
speakers. They were very informative and
answered many questions. Dr. Zesiewicz is
doing extensive research and trials on ataxia (she
works on certain types of ataxia). Dr. Clouse
spoke on many topics regarding ataxia. It was
great to meet with Crystal Frohna, president of
the West Central group, and many of her group
members.
Our next meeting will be held in a 
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meeting room at Baptist South Hospital in February, 2009. We look forward to getting together
and welcome any newcomers and their caregivers.
Twin Cities Ataxia Support Group
By Lenore Healey Schultz
The Twin Cities Support Group had their
November meeting on Tuesday, November 18.
We had a great turnout. Dr. Larry Schut had
wanted to speak to our group for the past year.
It finally worked out for him to come to our
November meeting. A great discussion with lots
of questions ensued. Issues that were brought up
proved to be very informative for everyone. We
have our holiday party in December. Then hopefully, several people will think about registering
for NAF’s annual conference in March in Seattle.
Los Angeles Ataxia Support Group
By Cherilyn McLaughlin
On Saturday, November 8, the Los Angeles
Support Group met at the Westside Center for
Independent living for our annual pizza meeting.
Joining us was Dr. Jen from UCLA, who led a
very informative question-and-answer session.
Dr. Jen has established a reputation with our
community of being supremely dedicated to
providing better diagnostics and post-diagnostic
treatments. Her wish list right now includes
opening an Ataxia Treatment Center at UCLA.
This one-stop treatment center would make it
possible for testing and treatments to be coordinated at a single location, making it easier for
patients to accomplish these visits. The L.A.
support group will do anything we can to help
Dr. Jen achieve this end.
This meeting has always been our most
popular session and this year was no exception.
We packed in 22 enthusiastic support group
members, an all-time high for our group.
The next scheduled outing is a Christmas
Harbor Cruise/Dinner with the Casa Colina
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Outdoor Adventures group. Our next regular
meeting will be on January 10 at the WCIL
location. This will be our yearly planning meeting, so please come out and contribute your
ideas. Speakers for 2009 will be selected as well as
some travel/outing plans. Your vote counts, so
please join us.
For information, contact Sherry McLaughlin
at (626) 791-1558 or ccherilynmc@yahoo.com. ❖

SCA 4 Research
Samples for SCA 4 are being actively
collected at the University of California, San
Francisco – Department of Neurology, Fu &
Ptacek Laboratories.
If you believe that you or a family member
may qualify and would be interested in participating in this study, please contact
Kristin Wong, Clinical Coordinator, at (415)
502-3976 or kristin.wong2@ucsf.edu.

Getting Married?
If you are getting married, you can support
the National Ataxia Foundation by registering with the I Do Foundation, billed as “the
union of marriage and charitable giving.”
From honeymoons to invitations to wedding gifts to charitable wedding favors, the
I Do Foundation allows couples and their
guests to make wedding-related purchases
that generate donations for charity.
The I Do Foundation’s Charity Registry
service also makes it easy for guests to
make donations in lieu of gifts. All of these
services are available free of cost at
www.IDoFoundation.org.
The I Do Foundation was created in 2002
by a group of non-profit leaders dedicated
to developing new avenues of support for
charitable organizations.
Check it out today, and be sure to select
National Ataxia Foundation as the beneficiary of your charitable wedding.
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Remembering NAF in Your Will
There have been a number of true heroes over
the years that have quietly made a significant
impact on the National Ataxia Foundation and
the ataxia families it serves. These are people who
have named NAF as a beneficiary in their will.
Most of the time the Foundation is unaware of
the kind acts of these champions until after they
are gone, but each time we are deeply touched
and honored by their self less commitment in
helping others.
Over the years these individuals, who have
chosen NAF as a beneficiary, have given anywhere from a few thousand dollars to nearly one
million dollars. Their forethought and benevolence has enabled the Foundation to support
promising ataxia research and provide meaningful programs and services to ataxia families. It is

Second Annual
Rare Disease Day
On February 28, 2009 the National Ataxia
Foundation, as a Rare Disease Day Partner,
will join with others around the world who
will be conducting a variety of activities to
raise awareness of rare diseases and the
need for safe, effective treatments.
Patient organizations, companies, medical societies, government agencies, and
others with an interest in rare diseases and
orphan products will participate in this
global effort.
The special day was observed for the first
time last year in Europe. It is the hope of
organizers that this will become an annual
global event, taking place on the last day of
February each year.
Watch for a link on the NAF website to the
global Rare Disease Day website which will
provide ideas for recognizing this important
day which will help in raising ataxia awareness.

because of these quiet heroes that many research
studies and programs have been funded. Their
kindness impacts ataxia families today and will be
felt for years to come.
We are truly thankful for their humanitarian
and compassionate acts and we will be eternally
grateful for the impact they have made in helping
ataxia families. Their legacy lives on in the hope
they have given ataxia families.
Perhaps this is the time to consider adding the
❖
National Ataxia Foundation in your will.

Subjects Sought
for Research
The laboratory of Dr. Margit Burmeister at
the University of Michigan is interested in
recruiting individuals and families with suspected genetic forms of unknown ataxia for
their research.
Participants should have either a clinically
novel form of ataxia or a typical form in
which previous tests for common forms
were negative (Dr. Burmeister does not do
routine testing).
If interested, contact Dr. Burmeister at
margit@umich.edu, call (734) 647-2186 or
visit www.ataxia.org/pdf/Consent_subjects
10-2008final1.pdf.

Individuals with
SCA6 Needed
Adults with SCA6 are needed to participate in a research study of cerebellar function. Subjects should have a confirmed
diagnosis. Contact Eli, Research Coordinator, by phone at (410) 502-5816 or e-mail
ebc@ jhu.edu for more information.
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NAF Merchandise
BOOKS

VIDEO / CD

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 and the impact it had on this extended
family. 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

Offers demonstrations of how effective dialog can
help move patients and doctors to productive
relationships. Paperback. $10
Friedreich’s Ataxia Research Cookbook
Julie Karjalahti of Savage, Minnesota has published
this cookbook to raise money for F A research.
Includes recipes from around the U.S. $12
Recipes and Recollections by Kathryn Hoefer Smith
Full of delicious recipes and recollections, this book
is perfect for fund raisers. 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
2008 Annual Membership Meeting T-Shirt
Dark blue with “Blazing a Trail in Research” logo.
Various sizes. $10
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
Ash colored. Sizes small to XXX-large. $20
NAF Baseball Caps
White w/ blue embroidered NAF logo or blue w/
white embroidered logo. Velcro strap for sizing. $10
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.
W!
Made in the USA of quality material. $5 NE

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
Each Total

NAME: _____________________________________

____________________________________________

ADDRESS: __________________________________

____________________________________________

CITY ________________ STATE: ____ ZIP: _______

____________________________________________

PHONE: _____________________________________

____________________________________________

For credit card orders, please fill out the following information
(you must include phone number and signature):

Description

Qty. Size

SUBTOTAL:

____________________________

Shipping:

(Add) $5.00

(Outside U.S. add additional $4) _________

CIRCLE ONE:

Visa

Mastercard

NAME ON CARD: ____________________________
CARD #: ____________________________________

ORDER TOTAL: ___________________________

EXP DATE:___________________________________

PLEASE ALLOW 4-6 WEEKS FOR DELIVERY

SIGNATURE: _________________________________
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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 these names, addresses and phone numbers 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.

Chapters
Chesapeake Chapter
Carl J. Lauter, President
3200 Baker Circle, I -117
Adamstown, MD 21710-9666
(301) 644-1836
E-mail: carljlauter@erols.com
Web: www.geocities.com/HotSprings/Oasis/4988/
www.ataxia.org/chapters/Chesapeake/default.aspx

TUCSON AREA ATAXIA S.G.
Bart Beck
7665 E. Placita Luna Preciosa
Tucson, AZ 85710
(520) 885-8326
E-mail: bbeck15@cox.net
Web: www.geocities.com/azataxiasg
www.ataxia.org/chapters/Tucson/default.aspx

California

Carla Hagler, President
PMB 51056
2250 Gause Blvd.
Slidell, LA 70461
(985) 643-0783
E-mail: ataxia1@earthlink.net
Web: www.angelfire.com/la/ataxiachapter
www.ataxia.org/chapters/Louisiana/default.aspx

LOS ANGELES ATAXIA S.G.
Sid Luther
339 W. Palmer, Apt. A
Glendale, CA 91204
(818) 246-5758
E-mail: harryluther@sbcglobal.net
Web: www.geocities.com/HotSprings/Falls/6629/
www.ataxia.org/chapters/LosAngeles/default.aspx
Jim Fritz
(310) 397-5208
E-mail: ondefritz@aol.com

Mississippi Chapter

Northern CA Ataxia S.G.

Camille Daglio, President
P.O. Box 17005
Hattiesburg, MS 39404
E-mail: daglio1@bellsouth.net
www.ataxia.org/chapters/Mississippi/default.aspx

Support Groups

Deborah Omictin
26840 Edridge Ave.
Hayward, CA 94544
(510) 783-3190
E-mail: rsisbig@aol.com
Web: www.geocities.com/casupport/
www.ataxia.org/chapters/NorthernCalifornia/default.aspx

Alabama

Orange County Ataxia S.G.

BIRMINGHAM ATAXIA S.G.
Becky Donnelly
16 The Oaks Circle
Hoover, AL 35244
(205) 987-2883
E-mail: donnellyb6132@aol.com
www.ataxia.org/chapters/Birmingham/default.aspx

Daniel Navar
829 W. Gary Ave.
Montebello, CA 90640
(323) 788-7751
E-mail: dnavar@ucla.edu
Web: www.geocities.com/ocasgg/
www.ataxia.org/chapters/OrangeCounty/default.aspx

Louisiana Chapter

Arizona
PHOENIX AREA ATAXIA S.G.
Rita Garcia
2322 W. Sagebrush Dr.
Chandler, AZ 85224-2155
(480) 726-3579
E-mail: rtg22@cox.net
www.ataxia.org/chapters/Phoenix/default.aspx

San Diego Ataxia S.G.
Earl McLaughlin
2087 Granite Hills Dr.
El Cajon, CA 92019
(619) 447-3753
S.G. e-mail: sdasg@cox.net
Earl’s e-mail: emclaugh@cox.net
Web: www.geocities.com/ataxia_sdasg
www.ataxia.org/chapters/SanDiego/default.aspx
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Colorado
DENVER AREA ATAXIA S.G.
Donna & Tom Sathre
5902 W. Maplewood Dr.
Littleton, CO 80123
(303) 794-6351 Fax: (801) 640-8602
E-mail: tom_sathre@acm.org
www.ataxia.org/chapters/Denver/default.aspx

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

Florida
NORTHEAST FL ATAXIA S.G.
June McGrane
54 Troon Terrace
Ponte Vedra, FL 32082-3321
(904) 273-4644
E-mail: jmcgranepvb@bellsouth.net
www.ataxia.org/chapters/NortheastFlorida/default.aspx
WEST CENTRAL FL ATAXIA S.G.
Crystal (Chris) Frohna
9753 Elm Way
Tampa, FL 33635
(813) 453-1084
E-mail: flataxia@yahoo.com
Web: www.flataxia.org
www.ataxia.org/chapters/TampaBay/default.aspx

Georgia
GREATER ATLANTA AREA ATAXIA S.G.
Greg Rooks
320 Peters St., Unit 12
Atlanta, GA 30313
(404) 822-7451
E-mail: rooksgj@yahoo.com
Dave Zilles
2400 Kimbrough Ct.
Atlanta, GA 30350
(770) 399-6710
E-mail: dzilles@earthlink.net
Lynn Robinette
1971 Sumter Court
Lawrenceville, GA 30044
(770) 982-0275
E-mail: lynn.robinette@comcast.net
www.ataxia.org/chapters/Atlanta/default.aspx

Illinois
GREATER CHICAGO AREA ATAXIA S.G.
Craig Lisack
410 W. Mahogany Ct., Unit 505
Palatine, IL 60067
(847) 496-7544
E-mail: caasg2@aol.com
Richard Carr
120 South Elm
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Mount Prospect, IL 60056
(847) 253-2920
E-mail: caasg@comcast.net
www.ataxia.org/chapters/Chicago/default.aspx

METRO AREA CHICAGO ATAXIA S.G.
Christopher Marsh
5633 N. Kenmore, Apt. 059
Chicago, IL 60660
(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 ATAXIA S.G.
Monica Smith
1102 Ridgewood Dr. Apt.4
Huntingburg, IN 47542
(812) 630-4783
E-mail: monicasfaith@insightbb.com
www.ataxia.org/chapters/Louisville/default.aspx

Louisiana
See Louisiana Chapter

Maine
ME ATAXIA S.G.
Kelley Rollins
P.O. Box 113
Bowdoinham, ME 04008
E-mail: rollins@gwi.net
Monique Godbout
56 King Rd.
Lisbon, ME 04250
E-mail: mrgodbout@excite.com
Web: www.ataxiaME.com
www.ataxia.org/chapters/Maine/default.aspx

Maryland
HOWARD COUNTY ATAXIA S.G.
Tim Daly
(410) 715-1241
E-mail: tim@accessgroup-md.com
www.ataxia.org/chapters/HowardCounty/default.aspx

Massachusetts
NEW ENGLAND ATAXIA S.G.
Donna & Richard Gorzela
45 Juliette St.
Andover, MA 01810
(978) 475-8072
www.ataxia.org/chapters/NewEngland/default.aspx

Michigan
DETROIT AREA ATAXIA S.G.
Tanya Tunstull
20217 Wyoming

Continued on page 40
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Continued from page 39
Detroit, MI 48221
(313) 820-6065
E-mail: tinyt48221@yahoo.com
www.ataxia.org/chapters/Detroit/default.aspx

Minnesota
TWIN CITIES AREA ATAXIA S.G.
Lenore Healey Schultz
2549 32nd Ave. S.
Minneapolis, MN 55406
(612) 724-3784
E-mail: lschultz@bitstream.net
www.ataxia.org/chapters/TwinCities/default.aspx

Mississippi
See Mississippi Chapter

Missouri
KANSAS CITY ATAXIA S.G.
Jim Clark
6605 N. Holmes
Gladstone, MO 64118
(816) 468-7260
E-mail: clarkstone9348@sbcglobal.net
www.ataxia.org/chapters/KansasCity/default.aspx
Lois Goodman
17700 East 17th Terrace Court S #102
Independence, MO 64057
(816) 257-2428
www.ataxia.org/chapters/KansasCity/default.aspx
MID-MISSOURI ATAXIA S.G.
Roger Cooley
1609 Cocoa Court
Columbia, MO 65202
(573) 474-7232 before noon
E-mail: rogercooley@localnet.com
www.ataxia.org/chapters/RogerCooley/default.aspx

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

New York
CENTRAL NY ATAXIA S.G.
Linda Johnson
2849 Bingley Rd.
Cazenovia, NY 13035
E-mail: johnsons@summitsolutions.net
www.ataxia.org/chapters/CentralNewYork/default.aspx
TRI-STATE ATAXIA S.G.
Jeannie Soto-Valencia
Beth Israel Dept. of Neurology, Suite 2R
10 Union Square East
New York, NY 10003
(212) 844-8711
Denise Mitchell
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E-mail: markmeghan@aol.com
www.ataxia.org/chapters/Tri-State/default.aspx

North Carolina
See South/North Carolina

Oregon
WILLAMETTE VALLEY ATAXIA S.G.
Malinda Moore, CCC-SLP
Albany General Hospital
1046 Sixth Ave. S.W.
Albany, OR 97321
(541) 812-4162 Fax: (541) 812-4614
E-mail: malindam@samhealth.org
www.ataxia.org/chapters/Willamette/default.aspx

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

South/North Carolina
CAROLINAS ATAXIA S.G.
Cece Russell
1305 Cely Rd.
Easley, SC 29642
(864) 220-3395
E-mail: cecerussell@hotmail.com
www.ataxia.org/chapters/Carolinas/default.aspx

Texas
HOUSTON AREA ATAXIA S.G.
Angela Cloud
9405 Hwy 6 South
Houston, TX 77083
(281) 693-1826
E-mail: angelahcloud@aol.com
www.ataxia.org/chapters/Houston/default.aspx
NORTH TEXAS ATAXIA S.G.
David Henry Jr.
7 Wentworth Ct.
Trophy Club, TX 76262
E-mail: cheve11e@sbcglobal.net
www.ataxia.org/chapters/NorthTexas/default.aspx

Utah
UT ATAXIA S.G.
Dr. Julia Kleinschmidt
Moran Eye Center, U of Utah
50 N. Medical Dr.
Salt Lake City, UT 84132
(801) 585-2213
E-Mail: julia.kleinschmidt@hsc.utah.edu
www.ataxia.org/chapters/Utah/default.aspx

Virginia
See Chesapeake Chapter
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Washington

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

SEATTLE AREA ATAXIA S.G.
Milly Lewendon
14104 107th Ave. NE
Kirkland, WA 98037
(425) 823-6239
Milly’s e-mail: mmlewendon@comcast.net
S.G. e-mail: ataxiaseattle@comcast.net
www.ataxia.org/chapters/Seattle/default.aspx

Arkansas

Electronic Support Groups
E-NAF (ELECTRONIC NAF) S.G.
Jim Kardos
1283 Westfield SW
North Canton, OH 44720
(330) 499-4060
E-mail: jkardos@juno.com
www.ataxia.org/chapters/E-NAF/default.aspx

International Support Groups
Canada — British Columbia
ATAXIA SOCIETY VANCOUVER
Glenn ter Borg
#204-7460 Moffatt Rd..
Richmond, B.C. V6Y 3S1
(604) 278-0017
E-mail: themiff@gmail.com
Web: www.bcataxia.org
www.ataxia.org/chapters/Vancouver/default.aspx

India
SAMAG (INDIA ATAXIA S.G.)
Chandu Prasad George.CH,
H-No: 5-95/20, Sri Laxmi Nagar Colony, Old Alwal
Secunderabad, 500 010 India
Phone: 0091-40-27961269
Mobile: 0091-9949019410 Fax: 091-040-27971043
E-mail: sam_ataxiaindia@yahoo.com
E-mail: george@samataxiagroup.org
www.ataxia.org/chapters/Chandu/default.aspx

Ambassador Listing
Alabama
Dianne Blain Williamson
123 Leigh Ann Rd.
Hazel Green, AL 35750
(256) 828-4858
E-mail: diannebw@aol.com
www.ataxia.org/chapters/DianneWilliamson/default.aspx
Millard H. McWhorter III
P.O. Box 1457
Andalusia, AL 36420
(334) 222-3423
E-mail: millard@alaweb.com

Judy and David King
17 Sanchez Point
Hot Springs Village, AR 71909
E-mail: drkingpd@suddenlink.net
www.ataxia.org/chapters/JudyKing/default.aspx

California
Barbara Bynum
3801 W. Bailey
Merced, CA 95340
(209) 383-1275
E-mail: bjb@vtlnet.com
www.ataxia.org/chapters/BarbaraBynum/default.aspx
Mike Fernandes
7251 Brentwood Blvd. #114
Brentwood, CA 94513
(925) 516-6906
E-mail: fernandesml@comcast.net
www.ataxia.org/chapters/MikeFernandes/default.aspx
Mike Betchel
315 W. Alamos, Apt. 141
Clovis, CA 93612
(559) 281-9188
E-mail: mike_betchel@yahoo.com
www.ataxia.org/chapters/mike/default.aspx

Connecticut
Terre Di Placito
107 Barton St.
Torrington, CT 06790
(860) 489-5092
www.ataxia.org/chapters/TerreDiPlacito/default.aspx

Florida
Christina Sugars
302 Beach Dr.
Destin, FL 30541
(850) 654-2817
E-mail: csugars@cox.net
www.ataxia.org/chapters/ChristinaSugars/default.aspx
Jim Henderson
3212 Lee Shore Loop
Orlando, FL 32820
(407) 568-9092
E-mail: jamesone24@aol.com
www.ataxia.org/chapters/JimHenderson/default.aspx
Thomas Clouse, MD
1604 Cheshire Circle S.
Lehigh Acres, FL 33936
(239) 989-5150
E-mail: tlcdoc@comcast.net
www.ataxia.org/chapters/ThomasClouse/default.aspx

Continued on page 42
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Chapters, Support Groups and Ambassadors
Continued from page 41
Georgia
Kristie Adams
258 Beaufort Rd.
Savannah, GA 31419
E-mail: opal1011@comcast.net
www.ataxia.org/chapters/KristieAdams/default.aspx

Illinois
Elaine Darte
36 Lindorf Dr.
Belleville, IL 62223
(618) 397-3259
E-mail: elainedarte@yahoo.com
www.ataxia.org/chapters/SouthernIllinois/default.aspx
Kevin Donnelli
6525 Thomas Parkway
Rockford, IL 61114
(815) 633-8620
E-mail: kevbo73@insightbb.com
www.ataxia.org/chapters/KevinDonnelli/default.aspx

Iowa
Emily Medina
3720 Patricia Dr. #1
Urbandale, IA 50322
(515) 727-8713
E-mail: emily061578@yahoo.com
E-mail: kevbo73@insightbb.com
www.ataxia.org/chapters/EmilyMedina/default.aspx

Kentucky
Janice Johnson
8555 Brownsville Rd.
Brownsville, KY 42210
(270) 597-3854
www.ataxia.org/chapters/JaniceJohnson/default.aspx

Maryland
Karen Rosenberger
6411 Spring Forest Rd.
Frederick, MD 21701
(301) 682-5386
E-mail: kdrosenberger@comcast.net
www.ataxia.org/chapters/KarenRosenberger/default.aspx

Michigan
Lynn K. Ball
3778 Kinview NW
Grand Rapids, MI 49534
(616) 735-2303
E-mail: lynnkball@aol.com
www.ataxia.org/chapters/LynnBall/default.aspx

Minnesota
Lori Goetzman
5179 Meadow Dr.

Winter 2008-09

Rochester, MN 55904
(507) 282-7127
E-mail: logoetz@gmail.com
www.ataxia.org/chapters/LoriGoetzman/default.aspx
Julie Schuur
218 Cashin Dr.
Luverne, MN 56156
(507) 283-2555
E-mail: jschuur@iw.net
www.ataxia.org/chapters/JulieSchuur/default.aspx

Missouri
Susan L. Strode, PhD
12 Jackson #811B
Jefferson City, MO 65101
(573) 659-4759
E-mail: drsusie@socket.net
Web: www.dr-susie.com

New York
Valerie Ruggiero
36 West Redoubt Rd.
Fishkill, NY 12524
(845) 897-5632
E-mail: vrabsolutely@aol.com
www.ataxia.org/chapters/ValerieRuggiero/default.aspx
Diane P. Hall
210 E. Utica St.
Buffalo, NY 14208
(716) 881-0677
www.ataxia.org/chapters/DianeHall/default.aspx

North Carolina
Norma Bryant
5309-B Wayne St.
Raleigh, NC 27606
(919) 900-8768
E-mail: normabryant1@gmail.com

Ohio
James Kardos
1283 Westfield S.W.
North Canton, OH 44720
(330) 499-4060
E-mail: jkardos@juno.com
www.ataxia.org/chapters/E-NAF/default.aspx
Joe Miller
Box 148
Mesopotamia, OH 44439
(440) 693-4454
E-mail: kakah@windstream.net
www.ataxia.org/chapters/JoeMiller/default.aspx
Cecelia Urbanski
7852 Country Court
Mentor, OH 44060
(440) 255-8284
E-mail: wurbanski@oh.rr.com
www.ataxia.org/chapters/CentralOhio/default.aspx
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Oklahoma
Mark Dvorak
915 Thistlewood
Norman, OK 73072
(405) 447-6085
E-mail: czechmarkmhd@yahoo.com
www.ataxia.org/chapters/Ambassador/default.aspx
Darrell Owens
5700 S.E. Hazel Rd.
Bartlesville, OK 74006
(918) 331-9530
E-mail: droopydog36@hotmail.com
www.ataxia.org/chapters/DarrellOwens/default.aspx

Pennsylvania
William Alden Lee, MBA
4700 Oakhurst Blvd., #316
Harrisburg, PA 17110
(717) 652-3512
E-mail: quorum101@webtv.net
www.ataxia.org/chapters/WilliamAldenLee/default.aspx

Texas
Jose Julio Vela
6702 Long Meadow
Corpus Christi, TX 78405
(361) 993-9006
www.ataxia.org/chapters/JoseJulioVela/default.aspx
Barbara Pluta
356 Las Brisas Blvd.
Seguin, TX 78155-0193
(830) 557-6050
E-mail: acemom@peoplepc.com
www.ataxia.org/chapters/BarbaraPluta/default.aspx
Dana LeBlanc
2801 W. Sunset #59H
Orange, TX 77630
(409) 883-5570
E-mail: tilessal@yahoo.com
Web: http://ladyd1973.tripod.com/index.html
www.ataxia.org/chapters/GoldenTriangle/default.aspx

American Samoa 96799
(684) 688-2437
www.ataxia.org/chapters/BobCoulter/default.aspx

Australia
Renee Moore (Nee McCallum)
44 Lotherton Way
Hocking, W. Australia 6065
61-8-9404-7052
E-mail: moorear@bigpond.com
www.ataxia.org/chapters/ReneeMoore/default.aspx

Canada
Susan M. Duncan
#401-1330 Richmond Rd.
Ottawa, Ontario K2B 8J6
(613) 820-7990
E-mail: smduncan1@sympatico.ca
www.ataxia.org/chapters/SusanDuncan/default.aspx
Prentis Clairmont
299 Somerset West, Apt. 402
Ottawa, Ontario K2P 2L3
(613) 864-8545
E-mail: prentis.clairmont@qmail.com
www.ataxia.org/chapters/PrentisClairmont/default.aspx
Terry Greenwood
10 Saxon Bay
Winnipeg, Manitoba R3Y 1G8
(204) 488-4155
E-mail: magic1@mts.net
www.ataxia.org/chapters/TerryGreenwood/default.aspx

India
Abhinav Kedia
207 L Model Town, Near Hero Ground
Panipat–132103
Haryana, India
Phone: 0091-0180-2681157
Mobile: 0091-0-9466355238
E-mail: kedia.abhinav@gmail.com
www.ataxia.org/chapters/AbhinavKedia/default.aspx

Virginia
Dick Sargent
(703) 321-9143 E-mail: dcksrgnt9@aol.com
www.ataxia.org/chapters/DickSargent/default.aspx

Washington
Linda Jacoy
PO Box 19045
Spokane, WA 99217
(509) 482-8501
www.ataxia.org/chapters/Spokane/default.aspx

International Ambassadors
American Samoa
Bob Coulter
PO Box 9062

Vehicle Donation
The donation of your vehicle to the National Ataxia Foundation will help support
the important work that is being done on behalf of all those who are affected by ataxia.
To donate your car, truck, or motor home,
please call the NAF office at (763) 5530020. Your vehicle will be picked up at your
home, office, or other place that you designate. Be sure to have the certificate of title
with the vehicle.

❖
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Calendar of Events
Thursday, January 8, 2009

Tuesday, January 20, 2009

Tri-State Ataxia Support Group Meeting
Phillips Ambulatory Care Center (PACC), 10 Union
Square E., New York, NY. To RSVP or for more
information contact Jeannie Soto-Valencia at
(212) 844-8711. www.ataxia.org/chapters/TriState/default.aspx

Twin Cities Ataxia Support Group Meeting
7 p.m. at the Presbyterian Homes of Roseville at
1910 West County Road D, Roseville, MN 55112.
For more information contact Lenore Schultz at
lschultz@bitstream.net. www.ataxia.org/chapters/
TwinCities/default.aspx

Saturday, January 10, 2009

Saturday, February 14, 2009

Los Angeles Area Ataxia S.G. Meeting
Westside Center for Independent Living, 12901
Venice Blvd., Venice Beach, CA. Contact Sid
Luther for more information at harryluther@
sbcglobal.net. This meeting will be a planning
meeting. www.ataxia.org/chapters/LosAngeles/
default.aspx

Kansas City Area Ataxia Support Group
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

North Texas Ataxia Support Group Meeting
10 a.m. – noon at the Los Colinas Medical Center, 6800 MacArthur Blvd. at Hwy 161, Irving, TX.
Parking is free. Enter through main building and
follow the signs. Contact David Henry Jr. at
cheve11e@sbcglobal.net for more information.
www.ataxia.org/chapters/NorthTexas/ default.aspx

North Texas Ataxia Support Group Meeting
10 a.m. – noon at the Los Colinas Medical Center, 6800 MacArthur Blvd. at Hwy 161, Irving, TX.
Parking is free. Enter through main building and
follow the signs to the classrooms.Contact David
Henry Jr. at cheve11e@sbcglobal.net for more information. www.ataxia.org/chapters/NorthTexas/
default.aspx

West Central Florida Ataxia S.G. Meeting
1– 3 p.m. at Feathersound Community Church,
13880 Feathersound Dr., Clearwater, FL. This
meeting will include a roundtable discussion on
the benefits of massage therapy. Contact Crystal
Frohna at (813) 453-1084 or flataxia@yahoo.com
for more information. www.ataxia.org/chapters/
TampaBay/default.aspx

Tuesday, February 17, 2009
Twin Cities Ataxia Support Group Meeting
7 p.m. at the Presbyterian Homes of Roseville at
1910 West County Road D, Roseville, MN 55112.
For more information contact Lenore Schultz at
lschultz@bitstream.net. www.ataxia.org/chapters/
TwinCities/default.aspx

Saturday, January 17, 2009

Saturday, February 21, 2009

San Diego Ataxia Support Group Meeting
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.
Contact Earl McLaughlin at (619) 447-3753
or emclaugh@cox.net for more information.
www.ataxia.org/chapters/SanDiego/default.aspx

Orange County Ataxia Support Group Meeting
1:30 p.m. – 4 p.m. at Orange Coast Memorial
Medical Center (in the basement, next to the
cafeteria), 9920 Talbert Ave., Fountain Valley,
CA. For more information contact Daniel Navar
at dnavar@ucla.edu. www.ataxia.org/chapters/
OrangeCounty/default.aspx

Sunday, January 18, 2009

Saturday, February 28, 2009

Chicago Area Ataxia Support Group Meeting
1 p.m. at the Good Samaritan Hospital – White
Oak Room, 3815 Highland Ave., Downers Grove
IL. For more information contact Craig Lisack at
(847) 496-7544 or caasg2@aol.com. www.ataxia.
org/chapters/Chicago/default.aspx

Second Annual Rare Disease Day
This is an important opportunity to raise
awareness and focus attention on rare
diseases as a public health priority.
www.rarediseases.org
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Monday, March 2, 2009

Sunday, March 15, 2009

New England Ataxia Support Group Meeting
Noon – 3pm. Location TBD, For more information
contact Donna or Rich at (978) 475-8072. www.
ataxia.org/chapters/NewEngland/default.aspx

Chicago Area Ataxia Support Group Meeting
1 p.m. at the Good Samaritan Hospital – White
Oak Room, 3815 Highland Ave., Downers Grove
IL. For more information contact Craig Lisack at
(847) 496-7544 or caasg2@aol.com. www.ataxia.
org/chapters/Chicago/default.aspx

Thursday, March 12, 2009
Tri-State Ataxia Support Group meeting
Phillips Ambulatory Care Center (PACC), 10 Union
Square E., New York, NY. To RSVP or for more
information contact Jeannie Soto-Valencia at
(212) 844-8711. www.ataxia.org/chapters/Tri State/default.aspx

Saturday, March 14, 2009
Denver Area Ataxia Support Group Meeting
1 – 4 p.m. at the Swedish Hospital and Medical
Conference Center (Pine B&C), 501 East Hampden Ave., Englewood, CO. For more information
contact Tom Sathre at tom_sathre@amc.org
or (303) 794-6851. www.ataxia.org/chapters/
Denver/default.aspx
Kansas City Area Ataxia Support Group
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
Los Angeles Area Ataxia Support Group Meeting
Westside Center for Independent Living, 12901
Venice Blvd., Venice Beach, CA. Contact Sid
Luther for more information at harryluther@
www.ataxia.org/chapters/Los
sbcglobal.net.
Angeles/default.aspx
North Texas Ataxia Support Group Meeting
10 a.m. – noon at the Los Colinas Medical Center, 6800 MacArthur Blvd. at Hwy 161, Irving, TX.
Parking is free. Enter through main building and
follow the signs to the classrooms. Contact David
Henry Jr. at cheve11e@sbcglobal.net for more
information. www.ataxia.org/chapters/NorthTexas/
default.aspx
SE Pennsylvania Ataxia Support Group Meeting
The SE PA Support Group is no longer meeting
monthly. The group will meet the second Saturday of March, May, July, September, and November. You must RSVP to the meetings. To RSVP or
for more information please contact Liz Nussear
at (610) 272-1502 or lizout@aol.com. www.ataxia.
org/chapters/SEPennsylvania/default.aspx

Tuesday, March 17, 2009
Twin Cities Ataxia Support Group Meeting
7 p.m. at the Presbyterian Homes of Roseville at
1910 West County Road D, Roseville, MN 55112.
For more information contact Lenore Schultz at
lschultz@bitstream.net. www.ataxia.org/chapters/
TwinCities/default.aspx

Saturday, March 28, 2009
West Central Florida Ataxia S.G. Annual Picnic
Noon – 4 p.m. at Upper Tampa Bay Park, a 2,144acre nature preserve. We will have a private picnic area not open to the public adjacent to the
Nature Center. There will be a program on native
Florida snakes and we will take a ride/walk on a
boardwalk that takes us out into wetlands to look
at plants indigenous to Florida. The boardwalk
takes us back to the Nature Center, where
handicap facilities are located as well as exhibits.
Contact Crystal Frohna at (813) 453-1084 or
flataxia@yahoo.com for more information. www.
ataxia/org/chapters/TampaBay/default.aspx

Saturday, April 11, 2009
Kansas City Area Ataxia Support Group
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
North Texas Ataxia Support Group Meeting
10 a.m. – noon at the Los Colinas Medical Center, 6800 MacArthur Blvd. at Hwy 161, Irving, TX.
Parking is free. Enter through main building and
follow the signs to the classrooms.Contact David
Henry Jr. at cheve11e@sbcglobal.net for more information. www.ataxia.org/chapters/NorthTexas/
default.aspx
Northern California Ataxia Support Group Meeting
11:30 a.m. – 3:00 p.m. at Our Savior’s Lutheran
Church, 1035 Carol Lane, Lafayette, CA. For more

Continued on page 46
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Continued from page 43

Sunday, April 19, 2009

information contact Deb Omictin at rsisbig@aol.com or (510) 783-3190. www.ataxia.org/
chapters/NorthernCalifornia/default.aspx

Abilities Expo NY Metro
April 17-19 at the New Jersey Convention and
Expo Center, 97 Sunfield Ave., Edison, NJ.
www.abilitiesexpo.com

Saturday, April 18, 2009
Orange County Ataxia Support Group meeting
1:30 p.m. – 4 p.m. at Orange Coast Memorial
Medical Center (in the basement, next to the
cafeteria), 9920 Talbert Ave., Fountain Valley,
CA. For more information contact Daniel Navar
at dnavar@ucla.edu. www.ataxia.org/chapters/
OrangeCounty/default.aspx

Tuesday, April 21, 2009
Twin Cities Ataxia Support Group Meeting
7 p.m. at the Presbyterian Homes of Roseville at
1910 West County Road D, Roseville, MN 55112.
For more information contact Lenore Schultz at
lschultz@bitstream.net. www.ataxia.org/chapters/
TwinCities/default.aspx
❖

NAF Exhibits at Society for
Neuroscience Annual Meeting
By Carolyn Davis
some being thoroughly familiar with it, seeing
An estimated 34,000 people from around the patients and/or doing research, and others
world attended the 38th annual meeting of the receiving their first introduction. NAF’s roles in
Society for Neuroscience (SfN) held November patient support and in research were described,
15 -19 in Washington, DC. Around 30,000 were with the research grant application process
participants in the workshops, lectures, and being a frequent topic of discussion.
symposia, while the reThanks are due to
maining were exhibitors.
Scot Johnson for the
set-up and tear-down of
The SfN is a nonthe booth and to all
profit organization of
those who spent time
physicians and scientalking with meeting partists who study the brain
ticipants who came by.
and nervous system.
The Chapter members
Current membership is
included Scot Johnson,
over 38,000 individuals
Libby Labash, Jenean
with 117 local chapters
McKay, Glenn Davis,
across the globe. Their
Carolyn Davis, Rick
annual meeting is an
Davis, John Lane, Dick
opportunity to network
and share information Carolyn Davis, Glenn Davis, and Rick Davis staff the Sargent, and Martha
Sargent. Serving at the
and research, which is NAF booth at the SfN meeting in Washington D.C.
booth from Johns Hopthe Society’s main goal.
The NAF booth was staffed by volunteers from kins University were Dr. Sarah Ying, Katie
the Chesapeake Chapter and the Ataxia Center McGuire, Clinic Coordinator of the Ataxia Center,
at Johns Hopkins University. Researchers and Katie Loya, and Katie FitzGibbon, an Ataxia
students from across the United States and Student Ambassador.
An additional thank you goes to Carl Lauter for
several other countries stopped by the booth.
We spoke with people from China, Holland, Italy, his behind-the-scenes work in recruiting volunEngland, Germany, and Iceland, just to mention teers, setting up the schedule, and his words of
a few. Their knowledge of ataxia varied, with encouragement.
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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 2008. 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.
Lydmila
Abrosimova
Lynn Ball
Sandee Berst
Kim Bishop
Gary Blasius
Michael Bohle
Stanley Bohle
Tina Boudreaux
Walter Bremer
David Brown
Edward Burman
Jim Burman
Robert Burman
Nancy Cano
Jane Carman
Chris Casey
Sarah Chamberlain
John Closs
Beatrice Couture
Judy Cox
Janet Coyne
Allan Crawford
Karen Crawford
Marcia Cyganowski
Betty Damp
Granville
Deane, Jr.
Charlotte DePew
Janice DeSaw
Constance
DiVincentis
Stephen
Doroskewicz
Olivia Douglass
Denise Drake
Naomi Droz
Sandy Dudzic
John Dunham
Diane Dusbiber
Melvin Earnhart
Ed Ensminger
Robert Evans

Joseph Falcon
Katherine Falcon
Charity Falk
Trinity Falk
Michael Fernandes
Richard Gehron
Bryan Gervais, Sr.
Carla Gnitzcavich
Penny Golminas
Mabel Graf
Brenda Graner
Lawrence Graner
Paschal Guercio
Carol Haukos
Joan Hay
Mike Healy
Tricia Hogan
Jana Hubler
R.D. Hunt
Keith Hunter
Lisa Jaffe
Marian Johnson
Yvonne Johnson
R. Jurasek
Robert Keithly
Sharon Keys
Jordan Kohl
Marcia Kohl
Fred Kosieracki
Jamie Kosieracki
Chris Krause
Carol Kreidler
Karina Krilla
Brant Kruen
Norman LaBarre
Rita Labascio
Donald Laputka
Rodger Larsen
Barbara Laster
Dwayne LeBlanc
Stacy Leger
Milly Lewendon
Tony Lewendon

Alice Lisack
Joe Lisack
S. Lowry
Dustin Luger
Adam Lukew
Carly Magnuson
Phyllis Marino
Lisa Marsh
Angelo Matrisciano
Maury McDonald
Ted McFadden
Charley
McLaughlin
Earl McLaughlin
Sherry McLaughlin
Gregory Mead
Diane Mitchel
Minnie Molini
Dolores Morello
Margaret Morris
Charles Murphy
Bruce Nanninga
Charles Nesby, Jr.
Harvey Nevis
Melanie
Nodthauser
Pinkie Oliver
Deb Omictin
King Omictin
John Ondracek
Joyce Orr
Darrell Owens
Joe Parker
Norma Payne
Gregory Pettit
Eric Pogulis
Dawn Pollak
Ikue Pollak
David Price
Rolando Ramos
Angela Ratts
Steve Ratts
Brett Reed

Janet Riley
Geneva Roemke
Matthew Root
Amy Rosemergy
Judy Rosemergy
Billy Rosemergy
David Roy
Greg Russell
James Russell
Donald
Santa Croce
Yuko Sato
Kenneth Saunders
Edward Scheffler
Josephina
SchembreMcCabe
Mary Schmidt
Bruno
Schraermeyer
Leticia
Schraermeyer
Derek Semler
Collin Shannon
Cynthia Shannon
Kevin Shannon
Carole Silva
Robin Smith
Windy Smith
Abbie Spellman
Twila Spencer

Joanne Spray
Joey Staiger
Marilyn Stevens
Rollin Stoddard
John Surabian
Satoko Sweatt
Ernie Talarico
Ernest Talarico, Jr.
Tiffinay TalaricoCompiano
Quentin Thell
Bernice Thien
Mark Torvinen
Gert Tougas
Rudy Van't Hoff
Virginia Verstegen
Megan Walch
Michael Walch
Chester Waligunda
Priscilla Wallack
Sarah Wersan
David Westrick
Anna Widing
Yoshi Wirks
Jack Wood
Joan Woodward
Betty Worfel
Rocio Wu
Thomas Zaharis
Jon Zilles
Mike Zimmerman ❖

CFC Number
The National Ataxia Foundation’s Combined Federal Campaign (CFC) number is 10752.
This program provides a convenient way to donate to the Foundation, and provides great benefit
to those with ataxia.
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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

MEMBERSHIP

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.

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 ____________________________

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

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

Name ________________________________
Address ______________________________
City/State/Zip __________________________

Address ______________________________

City/State/Zip __________________________
E-Mail ________________________________

PAYMENT INFORMATION

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 ________________________

