Gen_1004_01-12.qxp:Layout 1

12/16/10

11:31 AM

Page 1

Generations

IAL
C
SPE
ON
I
T
I
ED

The Official Publication of the National Ataxia Foundation
Volume 38, Number 4
Winter 2010-11

Celebrating International
Ataxia Awareness Day
Walk n’ Roll Events
The National Ataxia Foundation (NAF) is
pleased to report that NAF Ataxia Support
Groups and members across the country hosted
various Walk n’ Roll for Ataxia events in celebration of International Ataxia Awareness Day
(IAAD) held each year on Sept. 25.
Starting on Sept. 18 the first in a series of
2010 IAAD Walk n’ Rolls for Ataxia began in
St. Louis Park, MN, hosted by the Twin Cities
Ataxia Support Group. Approximately 200
people attended this ataxia awareness event that
raised more than $50,000.
On Sept. 25 NAF ataxia support groups and

Inside This Issue
• Annual Membership Meeting information
and registration forms appear on pages
18 -32
• Photos and write-ups from International
Ataxia Awareness Day Activities are on
pages 1-7
• A new and improved directory listing NAF
Chapters, Support Group leaders and
Ambassadors debuts on pages 45 -49
• News from the Society for Neuroscience
Meeting appears on page 36

members from across the country including the
Central Texas Ataxia Support Group, Detroit
Area Ataxia Support Group, Los Angeles Ataxia
Support Group, Northern California Ataxia
Support Group, Omaha group, Orange County
Ataxia Support Group, and San Diego Ataxia
Support Group held their Walk n’ Rolls for
Ataxia. The events raised the level of ataxia
awareness in those communities and raised
funds to help support the important work of the
National Ataxia Foundation.
Additional Walk n’ Rolls were held on Oct. 2
hosted by the Seattle Area Ataxia Support Group
and Dewayne’s Run n’ Roll in Gilbert, SC,
raising funds and bringing ataxia awareness to
both the east and west coast.
New this year was the NAF Virtual Walk n’
Roll for Ataxia with Lynda Howell as the virtual
tour guide. This virtual walk across the United
States boasted over 60 participants and raised
more than $13,000 in donations – generating
ataxia awareness across the United States and
beyond.
The grand total of funds that NAF received
from these events and from the sale of IAAD
merchandise was over $155,000. The new IAAD
“I am the Strength Behind Ataxia” t-shirt,
Continued on page 3
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Celebrating IAAD
Continued from page 1
designed by Lealan LaRoche, was used by a
number of IAAD fundraisers and ataxia events
in the United States and Canada. Hundreds of
the new IAAD t-shirts were sold through NAF’s
online store.
Additional pictures of the 2010 Walk n’ Rolls
can be found on NAF’s website (www.ataxia.org)
under the “Events” tab by clicking on the “NAF
Walk n’ Roll” section.
Awareness Activities
Johns Hopkins University Ataxia Center
Student Ambassadors in conjunction with the
Chesapeake Chapter held “Arts for Ataxia” on
Sept. 25. This event was attended by more
than 748 Chesapeake Chapter members, JHU
students, and faculty. A video of this event can
be seen at youtube.com/artsforataxia.
Ataxia support groups including the Greater
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Atlanta Area Ataxia Support Group, the Iowa
Ataxia Support Group, the NE Florida Ataxia
Support Group, and the India Ataxia Support
Group, as well as NAF members from Delaware,
Maryland, Massachusetts, and New York celebrated IAAD through picnics, garage sales, information booths, proclamations, press releases,
and other events and activities to help raise ataxia
awareness and funds to support NAF’s efforts.
Proclamations declaring Sept. 25 as International Ataxia Awareness Day were received from
the Governors of Delaware, Georgia, and Iowa
in addition to the Mayors of Adel, Des Moines,
and West Des Moines, IA.
The National Ataxia Foundation is truly grateful to all the event lead organizers, volunteers,
sponsors, donors, and participants. Because of
these events, thousands of people across the
United States became better aware about ataxia
and helped support promising ataxia research and
programs for ataxia families.

IAAD Recaps and Reviews
Iowa Support Group IAAD

Detroit IAAD Event

By Emily Medina
In preparation of International Ataxia Awareness Day, our group contacted mayor’s offices
and asked that they sign the proclamation
declaring Sept. 25 as International Ataxia Awareness Day. We were successful with the city of
Adel and the city of West Des Moines. Also the
governor of Iowa, Chet Culver, signed a proclamation. The Des Moines mayor was very kind
and supportive and invited us to a city council
meeting where the entire proclamation was read
aloud and then presented to us. It was very
exciting and a step in the right direction for
awareness. Hopefully next year will be bigger and
better!

By Larry Federspiel
Sept. 25 was an excellent day for our fundraiser.
The day was windy and chilly, but the spirits
were high. After the walk, there was food
available, and booths that attendees could visit
including a face painting station and a booth
selling the book “Still Dancing” by Gabe Ford.
Our main speaker was Dr. Henry Paulson from
the University of Michigan and the second
speaker was Margit Burmeister, PhD (also from
the University).
Many people contributed to the success of this
event including Troop 1148, Steve Anderson,
Continued on page 4
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IAAD Recaps and Reviews
Continued from page 3
Ginger Agular, the Williams family, the local
EMS, and many others. All in all for our second
annual event it was great. Thanks to all who
made our ataxia fundraiser fun, informative, and
successful. You have to have strength!

Seek a Miracle Ataxia Group (SAMAG)
Celebrates IAAD in India
By Chandu George
The Seek A Miracle Ataxia Group in India
(SAMAG) celebrated IAAD on Sept. 25 by hosting an event to create awareness about ataxia in
India. A poem written by an individual affected
by ataxia was recited and there was a ceremonial
lamp lighting.
As the event progressed a presentation was
given about the symptoms and causes of ataxia,
as well as the ways individuals can help those
affected by ataxia. A skit about the physical and
emotional challenges of living with ataxia was
performed by SAMAG volunteers.
Speeches were given by Commissioner V.S.
Prasad Sastry and prominent social activist
LaxmiKanthi who emphasized and applauded
SAMAG for its efforts of raising awareness and
working towards the welfare of those with ataxia
in India. An IAAD proclamation was signed by
Chief Neurologist Dr. Anni Hasan. A presentation was given about ongoing research, genetics

Detroit Area Support Group members at their
IAAD Walk n’ Roll event.

and ataxia by Mr. Wasim Lone.
IAAD was simultaneously celebrated across
Indian cities wherever SAMAG chapters and
branches are located. Later on, SAMAG volunteers showcased their handmade goods such as
eco-friendly bags and t-shirts. The proceeds
from the sale of the items will go towards assisting those with ataxia. As a token of gratitude
SAMAG honored its volunteers who worked
sincerely with great dedication and passion.
Finally the vote of thanks was given by Mr.
George (Sr.) thanking the chief guests and the
participants for sharing their views on the occasion of this meeting and expressed heartfelt
thanks for the entire SAMAG team of volunteers
for their collective efforts in making this event a
grand success.
SAMAG then thanked its partners including
Lions club of Charminar, GMR (Vara Lakshmi
Foundation), Sri Narayani Peetham, Share a 

Members of the Seek a Miracle Ataxia Group (SAMAG) at their IAAD event in India.
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Service, Hands of Compassion(Guntur), Kamineni Hospitals (Hyderabad), S9 Consultancy
(chief consultant SAMAG), Confederations of
NGOs of Rural India (New Delhi), Babel
Family, and the National Ataxia Foundation.
The event concluded with SAMAG members,
volunteers, and event participants singing the
SAMAG theme song to show support for those
with ataxia.

Chesapeake Chapter IAAD Event
By Carolyn Davis
A full day of events was planned and executed
by the Student Ataxia Ambassadors on the
Homewood campus of Johns Hopkins University in Baltimore, MD, on Saturday, Sept. 25.
Planning for the event began last winter when
Ashley Aaroe came up with the idea of an “Arts
for Ataxia” event to promote awareness of ataxia
on the campus and in the community and to
raise funds for ataxia research. She applied for and
received a $5,000 grant from Pepsi’s Refresh
Project to cover the cost of the event.
The day began with speakers talking about
their own journey with ataxia. These included
John Cernosek, a recipient of the Macklin Fellowship in Ataxia Edification, and Jonas and
Mary Beth Cepkauskas, founders of Fight
Ataxia! Dr. Joe Savitt also gave a brief report on
the Ataxia Center at Johns Hopkins.
Other events included music by jazz musician
Mark Meadows, a classic car display, and a dis-

The Chesapeake Chapter’s “Arts for Ataxia.”
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play of photographs taken by Chapter member
Laddy Ospanik. Food was also available throughout the day.
The culminating event, and by far the biggest
draw, was the performing arts competition.
Eleven student performing groups competed for
a grand prize and for a “fans’ favorite” award.
Attendance was tabulated at 748 based on
sign-in sheets and raff le tickets. All 748 heard
about ataxia, and a number of them took the
time to speak to those with ataxia who were in
attendance to get a more in-depth understanding
of ataxia and life with ataxia.
Other IAAD recognition obtained by chapter
members took the form of proclamations by the
Pennsylvania Senate due to Bill Lee’s involvement, and by the Governor of Delaware at Joe
DeCrescenzo’s request. In addition, an article
published in The News Journal of Delaware in
October provided detailed information on ataxia
while highlighting Joe’s journey with ataxia.

The Twin Cities Ataxia Support
Group’s Walk, Stroll n’ Roll for IAAD
The Twin Cities Ataxia Support Group held
its first annual Walk, Stroll n’ Roll to celebrate
IAAD on Saturday, Sept. 18. The idea for the
event came from the example set over the past
few years by the San Diego Ataxia Support
Group. The Twin Cities Ataxia Support Group
got a late start in planning, leaving only five
months to plan the event. The organizing committee of Tom Sweeney, Lenore Healy Schultz,
Bill Bassett and Bill Sweeney set a fundraising
goal of $10,000 and hoped to attract 75 participants.
The day of the event the group was greeted by
threatening skies and a temperature in the mid40’s. Despite the weather, more than 200 people
showed up to participate in the walk event
that took place in Wolfe Park in the Minneapolis suburb of St. Louis Park. Other activities
Continued on page 6
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IAAD Recaps and Reviews
Continued from page 5
included face painting and a cupcake walk for
children, music provided by a classical string
quartet from Maple Grove High School, and information booths from NAF, Park Nicollet
Clinic, and Courage Center. Oranges, bananas,
muffins, water, coffee and orange juice were
donated by local merchants and distributed at the
event. Local radio personality Dan Hertsgaard
introduced presentations from Martha Nance,
MD; Bill Meier (husband of Linda Meier, who
has SCA-3); Mike Parent, Executive Director of
NAF; and Tom Sweeney, who has SCA-1 and
was event co-chair.
The Twin Cities Ataxia Support Group was
the first NAF support group to rely primarily
upon the online fundraising tool provided by
NAF to raise donations. Individuals and teams
“did their own thing” in asking family, friends,
and neighbors to participate in the event and
donate to support NAF. E-mails, letters, handdelivered appeals, and notices in church bulletins
were used beginning in early August. By midAugust it became clear that the original $10,000
goal was too modest ... and as more support
group members sent out requests for participation, the goal was raised every few days. With
over $22,000 raised online and almost $5,000
donated the day of the event, the group far
exceeded any first-year fundraising expectation!
As the event program closed and the estimated
amount raised was announced, an SCA-1 family
member surprised everyone by announcing that
she and her husband would match the total
amount raised!
The event’s success was due to many factors –
the encouragement and participation of many
support group members, food and drink donations from several local merchants, the efforts of
30 volunteers, but mostly due to the support of
friends, family, neighbors and fellow church
members who gathered on an unseasonably
chilly Saturday morning to support individuals

Winter 2010-11

with all types of ataxia and their families.

San Diego Walk n’ Roll for Ataxia
By Earl McLaughlin
The San Diego Ataxia Support Group celebrated International Ataxia Awareness Day by
holding the Fourth Annual Charley McLaughlin
Walk n’ Roll for Ataxia, honoring David
Gladden. The Walk n’ Roll took place on the
bay-front in beautiful downtown San Diego.
A total of 350 walkers and rollers helped raise
awareness about ataxia, and more than $32,000
for ataxia research. Both totals were nearly 30
percent higher than those of the event last year.
In attendance this year was Mike Parent,
NAF’s Executive Director, and his wife Renae.
In an e-mail to the San Diego Support Group
Mike wrote “I want to extend to [Earl
McLaughlin], Ann [Foster, co-chair of the San
Diego Walk n’ Roll], the planning committee,
the San Diego Ataxia Support Group, and all
who were involved with the 4th Annual Walk n’
Roll my sincerest and heartfelt thank you. The
event was awesome! Renae and I truly enjoyed
our time at the Walk n’ Roll. The venue was
outstanding and the event was very well planned
and executed. The Opportunity Baskets were
incredible ... I know that much work was
involved in getting all those wonderful items
donated and the beautiful presentation of the
baskets. Kudos! Thank you all for all you do in
supporting the important work of the National
Ataxia Foundation. Your commitment has a
profound impact on NAF’s ability to support
important programs and services. Thank you.”
Walk n’ Roll – San Diego was named in memory of Charley McLaughlin who passed away
from complications of Friedreich’s Ataxia in
2007. This year’s honoree was David Gladden, a
member of the support group. In a competition
held to recognize the top three pledge collectors,
Danielle Rose came in first.
There were over 75 volunteers working at the
event. The Planning Committee members 
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were Earl McLaughlin, Ann Foster, Pat Ward,
Jane Jaffe, Joan Hay, Lisa Jaffe, June Wood,
Pamba Carolan, Linda Anderson, Harold Ward,
Larry Jaffe, Walter Wallenborn, and Roger
Wood.
Sponsors of the Walk n’ Roll were Century 21
Award, Farmer Insurance –Clinkenbeard Agency,
Ben Bridge Jewelers, Cookies by Design, Stokely
Construction, Horizon Hospice, Nicholas Woods
Friedreich’s Ataxia Foundation, Rosie’s Rentals,
Sempra Employee Giving Network, Southwestern REACT, T-Shirt Mart, Unified Port of
San Diego, Viejas Band of Kumeyaay Indians,
Inferno Productionz, Hilton – Los Angeles
Airport, Raceplace Magazine, Therapeutic
Asian Bodywork, A-1 Self Storage, SeaWorld,
UBS and Universal Studios – Hollywood.

Page 7

Walk n’ Roll – San Diego raised more than
$32,000 this year.

The Fifth Annual Charley McLaughlin Walk
n’ Roll for Ataxia will be held in honor of
Barbara Doogan on Saturday, Sept. 24, 2011. ❖

Collaboration in Ataxia Research
Can Provide More Answers
At a conference on Clinical Research for Rare
Diseases held in September, approximately 300
researchers, physicians and patient advocacy representatives who have an interest in rare disease
along with NIH staff gathered to discuss the
challenges and opportunities in rare disease
research.
A disease is considered rare if it affects less than
200,000 persons in the United States. There are
6,500 to 7,000 rare diseases which currently
affect 25 million Americans. When you add to
that number the family members and caregivers
of those with a rare disease, it has become
evident that rare diseases, such as the ataxias,
deserve more research.
Some of the challenges that rare disease
research faces are:
• Small numbers of patients available for study
and clinical trial enrollments
• Lack of patient registries and biobanks or

specimen repositories
• Lack of validated measures of the natural
progression of the disease
• High cost of drug development for a small
population
• Difficulty in designing or choosing a study
design for the small population
In spite of these challenges, there are great
opportunities in rare disease research. Multicenter research and clinical research networks are
becoming more prevalent. The Rare Diseases
Clinical Research Network (RDCRN) is made
up of 19 distinctive consortia that are working in
concert to improve availability of rare disease
information, treatment, clinical studies, and
general awareness for both patients and the
medical community.
Continued on page 8
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Collaboration in Ataxia Research ...
Continued from page 7
The National Ataxia Foundation is the patient
advocacy representative for two of the NIH
funded research consortia – Clinical Investigation of Neurologic Channelopathies, (CINCH)
which represents Episodic Ataxia and Clinical
Research Consortium for Spinocerebellar
Ataxias (CRC-SCA), which is a network of
physician scientists, and clinical research
resources dedicated to conducting clinical
research in Spinocerebellar Ataxia. More information can be found at the website www.Rare
DiseasesNetwork.org.
Although this quote from Patrick J. Kennedy,
a member of Congress, is about collaboration in
all the neurologic diseases, it also is true for
partnerships between those doing research in
ataxia: “The brain has often been called the last
frontier of medicine. Though the major advances
occurring in this field are numerous, they still
pale in comparison to the gaps that exist in our
ability to prevent, diagnose, treat, and cure many
of the common neurologic disorders that aff lict
Americans today. Currently, there is a critical
need to break down the silos that cordon off each
individual community of brain science research.
Though one group’s focus may be Parkinson’s
disease while another group may concentrate on
depression, an advance in neuroscience research
that leads to progress in one area accrues to the
benefit of us all.”
That type of collaboration was evident at a
recent face-to-face meeting where 10 ataxia
researchers and their research coordinators
discussed the on-going spinocerebellar ataxia
natural history study, the importance of the
National Ataxia Registry, plans for future clinical drug trials, and reviewed their goals.
Goals of the Clinical Research Consortium
for Spinocerebellar Ataxia:
• Enroll a large group of patients with Spinocerebellar Ataxia 1, 2, 3 or 6 into an observa-

Winter 2010-11

tional cohort study (where subjects are followed
over time and clinical data specifically for research are collected at regular intervals).
• Establish a patient contact registry.
• Discover new laboratory markers of disease
that will lead to better treatment and deeper
scientific understanding of the causes of this
disease.
• Develop improved methods for studying
Spinocerebellar Ataxia.
• Work with spinocerebellar patient support
groups to help those patients who wish to be
involved in research and connect with those
scientists who are conducting the research.
• Help other scientists do more research on
ataxia by providing specimens and clinical data
from the CRC-SCA for analysis.
• Train new young investigators in the field of
spinocerebellar ataxia.
• Construct and maintain an electronic
website resource with significant information
for clinicians, researchers, and patients.
Dr. Tetsuo Ashizawa, the Principle Investigator for this consortium said, “Thank you for
coming to the meeting. We had a very informative meeting with great discussions. I am very
proud of our group. The strength of our group is,
of course, dedication and team work. But we
cannot forget what powerful members we have!
Every investigator is capable of taking this group
to the next phase.”
In addition to Dr. Ashizawa, the investigators
and their research coordinators include Dr.
Khalaf Bushara and Diane Hutter, Dr.
Christopher Gomez and Vickie Staszak, Dr.
Hank Paulson and Elizabeth Sullivan, Dr. Susan
Perlman and Tarshia Nulliah, Dr. Stefan Pulst
and Pattie Figueroa, Dr. Jeremy Schmahmann
and Jason MacMore, Dr. S.H. Subramony and
Phuong Deleyrolle, Dr. George Wilmot and
Bettye Robinson, Dr. Sarah Ying and Brian
Jung, and Dr. Theresa Zesiewicz and Kelly
Sullivan.
❖
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Volunteer Spotlight: Tommy Zhu
Technology Volunteer for the National Ataxia Registry
The National Ataxia Foundation (NAF) would
like to recognize software developer and information technology specialist, Tommy Zhu for all
the hard work and volunteer hours he devoted
to help create the National Ataxia Registry,
NAF’s ataxia patient registry.
Mr. Zhu resides in Australia,
where he is a senior software developer at HP. He is a Microsoft
Certified Solution and Application Developer and is experienced
in working with a variety of Microsoft products.
Also lending their expertise to
the registry were volunteer technology specialists Bill Hartnett and
Marty Ohman. The two assisted
Mr. Zhu in providing essential
software development and project Tommy Zhu
planning for the registry. Mr. Ohman served as a
consultant in finding a site hosting service and
addressing security issues. Mr. Hartnett was the
lead organizer of the group and provided
progress reports as the project moved forward.
As part of the project follow-up, Mr. Zhu
and other members of the technology team participated in weekly conference calls with the
other registry team members, including Dr. S.H.
Subramony, coordinator Phuong Deleyrolle, and
NAF Patient Services Director, Sue Hagen.
Showing incredible dedication to the project,
Mr. Zhu was kind enough to arrange his schedule around the needs of the registry team in the
U.S. for phone calls and follow-up. “We owe a
debt of gratitude to software developer Tommy
Zhu, who would wake up in the middle of the
night to accommodate the U.S. time zone for
these conference calls,” said Sue Hagen, Patient
Services Director at NAF. These weekly phone

calls often involved discussing the technology
requirements of the registry and other items
essential to its development.
As the sole developer of the registry, Mr. Zhu
provided all design, code, and unit testing of
the application. He continues to
provide technology support to
keep the registry functional and
effective. “Tommy Zhu’s technical expertise has been invaluable in
establishing a state-of-the-art ataxia
patient registry,” said Mike Parent,
NAF Executive Director.
The National Ataxia Registry
was launched in March, 2010
and contains over 680 registrants
to-date. The registry is an important tool to connect those with
ataxia to the researchers who are
seeking treatments and cures for these disorders.
NAF is truly grateful for Tommy Zhu and the
hundreds of volunteer hours he logged in helping to create this vital tool for ataxia research. ❖

Ask About
Matching Gifts
Did you know that many employers will
match your donation to the National Ataxia
Foundation?
If they do, for every dollar you contribute to
the important work of the Foundation, an
additional dollar is contributed, bringing
even more help and hope to ataxia families
across the country.
Please ask your employer if they have a
Matching Gifts Program. If they do, please
let your co-workers know about the important work of the Foundation.
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Spotlight: Phuong Deleyrolle
Team Member for the National Ataxia Registry
Phuong Deleyrolle (pronounced Fyong D’lahull) joined the National Ataxia Registry team in November 2009, just as the registry prepared to launch. Phuong was integral in getting the registry up-andrunning and has been involved in the collection and maintenance of registry data since going live with the
site. A native of France, Phuong brings with her a medical background and a passion for working with
people. The National Ataxia Foundation caught up with Phuong recently in a “Question and Answer
E-Interview” and would like to share her responses and introduce her to our membership.
Q) What is your professional background and
what kind of work did you do prior to coming to
the National Ataxia Registry (NAR)?
PD) I graduated from IFSI Montelimar Nursing School in France. I first worked as a f loor
nurse in a pediatric surgery ward of Clinique
Saint Jean (Montpellier France). I later worked
at an institute specializing in cancer treatment
and research: Centre de Recherche et de Lute du
Cancer Val D’Aurelle.
I moved from France to follow my husband to
Australia for his post-doc training in cancer stem
cell research. We relocated to the United States
when his lab moved to the University of Florida.
In Gainesville, I work as Clinical Research
Coordinator for the Department of Neurology
at the University of Florida with Drs. Ashizawa
and Subramony.
Q) What does your position involve? Describe
a “typical” work day.
PD) Most of my work consists of recruitment
and regulatory [tasks] for the National Ataxia

Deadline
The deadline for the Spring issue of
Generations is February 28, 2011.
Please submit articles to Liz Werner at
liz @ataxia.org or send them to the address
shown on page 2.

Registry. I handle daily phone calls from patients
and study participants, meet with ataxia support
groups to present our studies and the National
Ataxia Registry and recruit participants.
I also spend time on coordinating efforts with
the software group (especially Tommy Zhu) in
making sure the [Registry] web pages are exactly
as we want. I have regular meetings with Dr.
Subramony to update him on the issues. Some
time is spent helping with the Natural History
Study (we usually see two to three patients per
month). For this also, I participate in recruitment
and the regulatory issues.
Q) Explain the purpose of the registry? Why
is it beneficial for individuals with ataxia?
PD) The purpose of the registry is to collect
the demographics and clinical information of
all people aff licted with ataxia for future clinical
research. Ataxia is a rare disease and finding participants for a clinical trial can be challenging.
The registry will facilitate the recruitment for
future clinical research and expedite the start of
new trials.
Recent important discoveries on ataxia have
been made and the purpose of the National
Ataxia Registry is to get ready to start clinical
trials by maintaining information on patients
with ataxia and by allowing rapid contact
between patients with specific forms of ataxia
and researchers who may want to offer their

study to registry participants.
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be explained in detail the purpose of the registry
Q) What does signing up on the registry
and [will have the opportunity] to ask questions.
entail?
If you agree to participate in the registry we will
PD) Signing-up on the registry will facilitate
ask you to sign a document called the “Consent
contact between ataxia researchers and potential
Form” and send it back to us with a copy of your
participants to clinical research.
DNA test results if you have a genetic type of
We will collect your contact information
ataxia.
and clinical information like your diagnosis, age,
Step 3: Once we receive your signed consent
your age when the symptoms started, and your
form, we will “activate” your account and send
neurologist’s contact information. All of this
you an e-mail to let you know that you can login
information is kept in a protected web server and
to your account to enter your clinical informaonly the National Ataxia Registry research team
tion in the National Ataxia Registry.
will have access to it.
If you have lost your password,
[Signing-up] in the registry does
you can call us or e-mail us and we
not guarantee you will be selected
will reset it for you. If you have any
for a clinical trial, but it will indifficulty, you can call the registry
crease your chance to be informed
office at (352) 273-9194. We will
and recruited for a new study.
be happy to assist you along the
Being in the registry does not
registration process.
oblige you to participate in a projQ) Since launched, what has
ect in which you do not wish to be
been
the response to the ataxia
involved. The enrollment process
registry?
for upcoming projects is independent of being in the registry.
PD) We recruited our first
And if you are eligible for a future
participant in March 2010 during
ataxia research project you will still
the NAF annual membership
Phuong
Deleyrolle
have the choice to participate or
meeting. To date, 683 ataxia
not.
patients have registered. Some ataxia researchers
have shown their interest in the registry and will
If you are not comfortable with being consubmit their protocol.
tacted directly by researchers, you can opt to be
contacted by the National Ataxia Registry to
Q) What do you enjoy best about your posiinform you about a research project opportunity
tion as coordinator of the NAR?
and give you the contact information for the
PD) I really enjoy knowing that this work
researchers.
and the creation of the National Ataxia Registry
Signing up on the registry is a three-step
will further all future efforts in ataxia research
process. Each process will take you few minutes.
by organizing important information about
the ataxia participants and their families. The
Step 1: Go to www.NationalAtaxiaRegistry.org
contact with the ataxia patients and their
and start your self-registration. At that point,
families is most rewarding.
only your name and demographic information
will be collected. You will be asked to create a
Q) What do you enjoy doing in your free time
password. Please note it down as you will need
outside of work?
this password to login in your account.
PD) I love to take my children to Disney
Step 2: You will then be listed in the National
World. My personal hobbies are yoga, eating out
Ataxia Registry but not “enrolled” yet.
at new restaurants, and visiting the many beautiful beaches of Florida.
You will then be contacted by phone and will
❖
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The Wrong Word

It Means Too Much to Mean Anything
By Gary Karp
usable bathroom that would have prevented me
from working. My disability is not a disability at
all in the information-based workplace. Get me
a desk and a computer, and my options are
immense. The ways in which I can contribute
are substantial.
So in the paradigm of Modern Disability, the
word has a whole new meaning, or better put, a
range of meaning. It has to be understood in the
context of how that disability interacts with the overall environment, how people are capable of
functioning with or without adaptation to perform what is required.
Their disabilities have to be understood in terms of who they are
as people, how they have prepared
for the work they choose to pursue, and what their visions and
goals are for themselves.
All of this is true regardless of
the disability, the significance of
its impairment, whether visible
or invisible, from childhood or
acquired, or whether the person even identifies
with having a disability.
We’re pretty much stuck with the word itself,
so we at least have to bring its connotation up to
date, and not fall into the automatic assumption
that a “disability” means “inability.” In the current state of the disability story, that just ain’t true.
Photo by CharlieSamuels.com

In the workplace, “disability” literally means
“can’t work.” One “goes on disability.”
Yet people with disabilities – according to the
new paradigm of Modern Disability – are undeniably more able to work than ever before in history. More and more, “disability” does not
equate with inability. More and more, having a
disability need not equate with failure to perform
- any more than for anyone else who is properly
hired into a position they are qualified for.
So there are different things
going on here. There is indeed
such a thing as a disability that precludes someone from doing what
they might have been doing before. A diamond cutter who loses
her vision certainly is disabled in
the context of that job. She is not
going to be able to identify an
accommodation or an adaptive
strategy to continue performing
that “essential task” (in human
Gary Karp
resources parlance) of the job.
But her blindness does not preclude her ability
to work. In other words, disability is contextual.
Given the right job in the right setting with the
right set of tasks, given the tools she needs, her
blindness becomes a non-issue. Just ask Kareem
Dale, White House Disability Policy Advisor,
and an accomplished attorney - who happens to
be blind.
Often it is an artificial obstacle that disables, not
the physical, sensory, or cognitive characteristics
of the person (as in paralysis, blindness, or depression, for instance). As a wheelchair user, it
was the presence of steps and the absence of a

Gary Karp is an internationally recognized public
speaker, corporate trainer, facilitator, author, and
editor. As a corporate trainer on disability and employment Gary makes the business case for working
with employees with disabilities. More information
can be found at www.moderndisability.com.
❖
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Athena Diagnostics Introduces New
Programs to Make Ataxia Genetic
Testing Easy and More Affordable
Athena Diagnostics is the leader in genetic
testing for ataxia, offering testing for 19 diseasecausing genes. Athena has provided diagnostic
answers to thousands of patients; answers that
can make a difference in patient management
decisions.
It’s no secret that health care can be costly.
That’s why Athena has taken steps to reduce cost
burdens presented to patients due to insurance
coverage or financial hardship.
The AccessAthena™ Program creates an
avenue that allows more patients to have access
to the valuable genetic testing offered by Athena.
The program not only includes specimen collection options which make it easy for a patient
to have their sample drawn, but also a financial
solution to reduce the amount a patient may have
to pay. Here’s how it works:
Most commercially insured patients can enroll
in Athena’s Patient Protection Plan. The plan is
for patients with a commercial insurance plan
that Athena does not have a contract with (outof-network). Under the plan, the total amount a
patient would have to pay is 20 percent of the
billed charges or $500, whichever is less. Certain
restrictions apply. Those restrictions can be
found at www.AccessAthena.com/eligibility.
If a patient finds the $500 maximum payment
to be too expensive, they can break it up into
three monthly payments.
For those patients who may not qualify for the
Patient Protection Plan, Athena will still handle
all insurance billing and appeals processing. If a
balance remains after their insurance has been
billed, that balance can be split into installments
to make the payment more manageable.
Athena has also implemented the Financial

Assistance Program to mitigate cost restrictions
to patients who are on Medicaid or who are
experiencing financial hardships. These patients
are offered a 75 percent discount.
Athena has implemented these programs
because they understand how important the
answers obtained from genetic testing can be.
Like most health care providers and consumers,
Athena believes that cost should not get in the
way of providing excellent care.
“The program is designed to make our testing
accessible and easy for as many patients as possible. We know how important these tests are and
we know that physicians rely on them. We don’t
want cost to get in the way,” said Aaron Keyes,
Manager of the Access Athena Program.
Athena has created a website specifically
designed to address its commercial insurance
reimbursement policies and programs. To view
it, go to www.AccessAthena.com. Other questions
can be directed to Athena at 800-394-4493.
Information for this article was provided courtesy of
Athena Diagnostics.
❖

Vehicle Donation
Donating a vehicle to the National Ataxia
Foundation will help support the important
work that is being done on behalf of all who
are affected by ataxia.
To donate a car, truck, or motor home, call
the NAF office at (763) 553 - 0020. The 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. Thank you for your donation.
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By Becky Donnelly

It was a typical July day in Savannah, GA, with
temperatures in the high 90s. We had just buried
my son on Tuesday in Bonaventure Cemetery
and my heart was heavy with sadness. He had
been courageous in his battle with ataxia and had
left us too young and too soon. My mind traveled
back to the scene and the beautiful carpet of red
roses adorning the soil where he was buried, still
fresh after three days of use at the visitation and
celebration service in Birmingham, AL, and
travel to Savannah. I thought of my husband
buried beside him and visualized the same image
of a carpet of red roses, red roses that both of my
loved ones had used to remember me on special
occasions.
During the rest of the week my family, though
grieving themselves, cared tenderly for me, my
other son and family and Rick’s four children.
On Friday my two sisters and I went back to
the cemetery and as we stepped out of the car

GoodSearch Is
Good for NAF
Did you know that donating money to the
National Ataxia Foundation is as easy as
changing your Internet search engine?
GoodSearch.com is a search engine that
donates 50 percent of its revenue to the
charities and schools designated by its
users.
Simply go to the site’s home page and
follow the easy steps to make NAF your
charity of choice. Then use GoodSearch as
you would any other search engine.
Thank you for making a difference in the
lives of those with ataxia!

we noticed immediately the carpet of roses had
turned black, but wait - there, in the center of
the blackness was a red rosebud just opening with
a yellow petal standing up behind it. My heart
leaped! What did this mean? After days in the
intense heat, how could this rose be alive when
all the rest were dead? We were silent and in awe,
as if we were on holy ground. I knew God was
speaking to me. He was letting me know Rick
was just fine; he was alive! My sisters agreed that
God works in mysterious ways and we agreed the
live rose was a sign. We were silent as we drove
away and contemplated what we had just seen.
I felt comforted and peaceful.
My sister and I left on Saturday to return to
Birmingham. The night before, I told my son
and family about the single alive rose bud in the
center of the black carpet of roses. They were to
go to the cemetery on Saturday and then travel to
their home on Sunday, and I asked them to call
me after seeing the rose. I wondered if and how
it could still withstand the extreme heat. I got the
call late the next morning. My 15-year-old
granddaughter exclaimed excitedly that, yes, the
rose was very much alive! That family of five also
felt the hope and comfort they needed. They
traveled back to their home, drove into their
driveway and a tire went f lat; again, we thought
of God’s providential care.
The image of the red rose in the carpet of black
will forever be a joyous memory for me. It will
always be a reminder of how precious life is
here on earth and the life we have before us in
the future. It will continually assure me that my
loved ones are never far away.
Becky Donnelly
Caregiver of Fred W. Donnelly and
Fred W.“Rick” Donnelly, Jr.
❖
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From the Desk of the Executive Director
By Michael Parent, NAF Executive Director
As we say goodbye to 2010 and welcome in
2011, we have a tradition to make a New Year’s
Resolution. If you are like me, we have the greatest intentions to make promises to ourselves for
the coming year … to lose weight, exercise, to
set aside more time out of our busy schedules
to spend with family and friends, or to give more
in time and financial commitments to our
communities and charities. Even with honorable
aspirations, I for one, fall short in keeping many of
my New Year’s Resolutions.
This year will be different. This year, after putting it off for so many years, I will be making a
will. It is something most Americans do not have
or even think about. In fact only 30% of us have
established a will, and of those who have wills,
approximately 50% have revised their wills in the
past five years.
Wills give us the opportunity to let others know
how we would like our funds to be used after we
are gone. Many who have wills include in their
testament a listing of various charities. In fact, bequests to charities made up 8% of all giving in the
United States in 2009 according to Giving USA.
A bequest is one of the oldest methods of
supporting charities. Ben Franklin, a pioneer on
so many fronts, made one of the first bequests in
the United States when he gave $4,000 to the
people of Pennsylvania and the City of Philadelphia in 1790. His provision, however, was not to
spend those funds for 200 years. Those funds,
over time, grew to $2.3 million dollars.
Anyone can make a bequest to charities; it is not
just for the wealthy. The National Ataxia Foundation, through the kindness of donors, has seen
bequests ranging from a few thousand dollars to
nearly one million dollars. In fact, over the past 13
years the Foundation has received more than $2.5
million dollars from estates. Just in the past month
NAF received nearly $100,000 from two estates
to help support vital programs and services.
Those funds, through bequests, have made

significant advances in world-wide ataxia research
into Friedreich’s ataxia, SCAs, and Sporadic
ataxia, along with supporting additional important programs and services for ataxia families.
It also helps in other, not so glamorous ways ...
in defraying the costs for office space, utilities,
printing and postage, and other day-to-day operational expenses.
Individuals who have included NAF in their
wills have made a profound impact on NAF’s
ability to continue our efforts in supporting
promising research and important programs.
They are true champions in the fight against
ataxia who, through their kindness, have enabled
NAF to continue its most important mission in
helping those affected by ataxia.
Sometimes NAF is notified when an individual
has named NAF as a beneficiary in their will.
Most often, however, we are informed after they
are gone. These individuals are really the unsung
heroes of NAF who self lessly made a commitment to a cause that they truly believe in. We are
thankful for their kindness and are grateful for
their legacy in helping so many others.
Support through deferred giving, such as wills,
continues to play a vital role in NAF’s ability to
support vital research and meaningful programs.
Without support through bequests, NAF would
have been unable to fund a number of important
research studies through the $200,000 Friedreich’s Ataxia Special Projects Award or on-going
research efforts in the SCAs. We would not be
where we are today in ataxia research without the
kindness of donors who included NAF in their
wills.
As we begin our wish list for our 2011 New
Year’s Resolutions, please consider the National
Ataxia Foundation as a named beneficiary in your
will. Your legacy will have an everlasting impact in
giving help and hope to ataxia families. Please
consult your financial planner or attorney for legal
documents such as wills. Thank you.
❖
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BOOKS
— ATAXIA RESOURCES —

— FICTION & PERSONAL STORIES —

Evaluation and Management of
Ataxic Disorders for Physicians
by Susan Perlman, M.D.
This resource is intended to inform and guide physicians who may be caring for patients with ataxic
symptoms or who have been diagnosed with ataxia.
It will provide health care practitioners with a vocabulary to aid in the understanding of what is and is
not ataxia, diagnostic protocols for use in defining
the types and causes of ataxia and resources for
use in counseling and managing the ataxic patient.
Consider buying one for your neurologist and other
health care providers. Published in 2007. $5

Summer Born: A Life with Cerebellar Ataxia
By Cheryl Wedesweiler
Although the characters are fictional, the story is
based on the author’s real life experiences with
having cerebellar ataxia. $15.95

Healing Wounded Doctor-Patient Relationships
by Linda Hanner with contributions by John J. Witek,
M.D. and doctors and patients around the nation
This book is packed with information that anyone
who ever goes to a doctor for any reason deserves
to know and that every professional who wants to
maximize his or her healing power must understand.
$10

There’s Nothing Wrong with Asking
for a Little Help … and Other Myths
by Dave Lewis
The story about one man’s experiences in living with
Friedreich’s ataxia. Dave spent the last three years of
his life writing his memoir to provide information and
inspiration to countless others. Proceeds from the
book purchased through NAF will be used to support
promising Friedreich’s ataxia research. $15.95

Living with Ataxia: An
Information and Resource Guide
by Martha Nance, M.D.
This illustrated book provides a
compassionate, easy to understand explanation of ataxia with
ideas on how to live well with
ataxia. It is an excellent tool for
building awareness for those who
do not know what ataxia is or how it affects a person
who has ataxia. This second edition was published
in 2003. $14
Managing Speech and Swallowing Problems:
A Guidebook for People with Ataxia
by G.N. Rangamani, Ph.D. with
contributions from Douglas E. Fox, M.S.
This 60-page booklet is an excellent resource for
those who struggle with speech and/or swallowing
problems. It is an easy to understand booklet with
straight-forward and realistic suggestions for speech
and swallowing management. This second edition
was updated in 2006. $7.50

Ten Years to Live
by Henry J. Schut
The story of the Schut’s family struggle with hereditary ataxia and the impact it had on this extended
family. It is dedicated to the author’s brother, Dr. John
W. Schut, who was committed to the cause of finding
a cure for ataxia, which claimed his life. $8.75

Three Wheels
by Rebecca Cummings Baldwin
This is the true personal and heart-warming story
of a woman with ataxia. A portion of the proceeds
supports the National Ataxia Foundation. $15.99

— COOKBOOKS —
Recipes and Recollections
by Kathryn Hoefer Smith
Dedicated to the memory of her daughters who had
Friedreich’s ataxia, Kathryn Hoefer Smith has taken
the handwritten cookbook her mother-in-law made for
her sons and their families and duplicated it in 2003.
It is full of delicious recipes and recollections. Perfect
for FRDA research fundraisers. $10
Cooking for a Cause
by Julie Karjalahti for FRDA research
This 177-page cookbook has kid’s recipes, fun craft
recipes, along with the usual desserts, breads, beverages and other recipes you would expect from a
good cookbook. $12
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chandise
SHIRTS/MISCELLANEOUS
International Ataxia Awareness Day T-Shirt
Available in youth L, and adult small to XXX-large. $10

Window Cling or Bumper Sticker
$1 ea. or 6 for $5

2010 Annual Membership Meeting T-Shirt
Gray, long-sleeved with the “Winds of Progress” logo.
Sizes medium to XX-large. $10

NAF Ataxia Awareness Band Blue
One size. $2

NAF Shoulder Bag
Blue with white NAF logo. 11x15 x2 inches. $10
NAF Polo Shirts
Mens – Royal blue w/white embroidered NAF logo.
Sizes medium to XXX-large. Womens – Light blue w/
navy embroidered NAF logo. Sizes small to XX-large.
$25

NAF Ataxia Awareness Ribbon Magnet
Blue with white lettering/logo. $4
Reusable Grocery Bag with NAF Logo
$5

VIDEO/CD

NAF Denim Shirt
Denim with white embroidered NAF logo. $27.50

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

“Ataxia is Not a Foreign Cab” T-Shirt
White. New design.
Sizes small to XXXlarge. $10

“Together There is Understanding” VHS or DVD
A discussion of ataxia. 50 minutes. VHS $20 or DVD
$25

“Ataxia is Not a
Foreign Cab”
Sweatshirt
White. Sizes small to
XXX-large. $20

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

ORDER FORM
Description

Qty. Size

Each

Total

NAME: __________________________________________

________________________________________________

ADDRESS: _______________________________________

________________________________________________

CITY_________________ STATE: ____ ZIP: ___________

________________________________________________

PHONE: _________________________________________

________________________________________________

E-MAIL: __________________________________________

________________________________________________

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

SUBTOTAL: ___________________________________
Shipping within U.S.:

Add $5.00

Shipping outside U.S.:

Add $15.00

ORDER TOTAL: _______________________________
PLEASE ALLOW 4-6 WEEKS FOR DELIVERY

PLEASE CIRCLE ONE:

Visa

Mastercard

Discover

NAME ON CARD: _________________________________
CARD #: _________________________________________
EXP DATE: _______________________________________
SIGNATURE: _____________________________________
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The National Ataxia Foundation

54th Annual Membership Meeting

“Bringing the Ataxia World Together”
Los Angeles,CA – March 17-20, 2011
By Lori Shogren, National Ataxia Foundation Special Projects Coordinator
The National Ataxia Foundation (NAF) Board
of Directors and the National Ataxia Foundation
Los Angeles, Orange County, and San Diego
Ataxia Support Groups would like to welcome
you to the 54th Annual Membership Meeting.
Please join us at the Hilton Los Angeles Airport
Hotel to learn, share, network, have fun, and
enjoy the sites.
The 2011 NAF Annual Membership Meeting
will bring together NAF members and their
families to meet and learn from world leading
ataxia scientists and clinicians, but also to build
new friendships and reunite with old friends.
Whether this is your first meeting or your 54th,
the 2011 Annual Membership Meeting will be
filled with education, celebration, sharing, and
caring!
The Annual Membership Meeting Registration Form can be found on pages 26-28 of this
issue of Generations and on NAF’s website in
January 2011. You may also view the latest
information about the Annual Membership
Meeting on NAF’s website, 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 meeting room assignments
and times. Due to unforeseen circumstances the
meeting schedule may change. We apologize in
advance if that occurs. Any changes will be
posted in the Registration room and announced
at the meeting. For that reason we encourage
attendees to plan to attend the entire meeting to
ensure that you will not miss a presentation.

Program Overview
Thursday, March 17
Leadership Meeting – 1- 3:30 p.m. This meeting is designed to provide information and
support to NAF’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 will attend in your
place. Meeting attendees will have questions and
concerns addressed, learn from peers and professionals and have the opportunity to meet others
and exchange tips and ideas. If you are interested
in becoming a group leader or ambassador, contact Lori at lori@ataxia.org prior to the meeting.
Fundraising Meeting – 4 -5:30 p.m. This meeting is for anyone who is interested in learning
more about doing a fundraiser to support the important work of the National Ataxia Foundation.
Please contact Lori Shogren at lori@ataxia.org
if you are interested in attending.
(NEW) St. Patty’s Day Welcome Reception –
7 p.m. Please join us for a “jolly good green”
reception in the Ballroom. All registered
meeting attendees are welcome to attend and
deck out in green. Admittance to this event
and food that is provided at this event is
included with your registration. Snacks will
be served. Not a meal. A cash bar will be available. Don’t forget to wear your favorite shade
of green. (Note: This event replaces the Friday
night reception.)
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Friday, March 18
General Sessions – 8:30 a.m. - noon. General
Sessions will start Friday morning in the International Ballroom. Many of the world’s leading
ataxia researchers and clinicians, along with other
ataxia experts, will be presenting the latest
research. The General Sessions will incorporate
practical aspects in addition to the research and
medical topics. A 30-minute Question and
Answer session will follow the morning General
Sessions with a panel of the morning speakers.
Nintendo Wii Demonstration – An opportunity
to observe and play the Nintendo Wii game
system will be available Friday and Saturday
from 10 a.m. to 2 p.m. You can try out the
Nintendo Wii game system for yourself and ask
questions about the Nintendo Wii system.
Those with limited movement abilities who
want to stay active are using the Nintendo Wii
system in many nursing homes and individual
homes around the world. The demonstration
is open to all ages. Persons under the age of 12
must be accompanied by a parent or guardian
who is age18 or older. 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 – 2 -5 p.m. Attendees will
attend small group sessions. Groups will be
divided by different types of ataxia or different
roles that attendees are experiencing, i.e. caregiver, spouse, or parent. This is a tremendous
opportunity to meet others who share a similar
situation or the same ataxia diagnosis. Previous
attendees have said these group sessions were the
most valuable segment of the annual membership meeting. Medical professionals will be
circulating between groups and available for
questions. Please indicate on your registration form
which BOF session you will attend so we can finalize the meeting room assignments.
Internet Group – 7 p.m. This is your opportunity to meet some of those internet friends who
you have met on the NAF chat room, NAF
Bulletin Board, Internaf, Tricks of the Trade,
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Ataxia Forum, Ataxia Chat 2002, FAPG,
u_r_notalone, NAF’s Facebook Group, and My
Space NAF.
Saturday, March 19
General Sessions – General Sessions continue
all day in the Ballroom. A 30-minute Question
and Answer session will follow the morning and
afternoon General Sessions with a panel of the
speakers who presented during those sessions.
Church Services – 6 p.m. Catholic and nondenominational church services will be held on
Saturday for those who wish to attend.
Silent Auction – The Silent Auction is a fun
way to help raise funds for NAF and for you to
bid on wonderful items. This long-standing
NAF tradition begins on Saturday afternoon
with the final bidding ending at 7:30 p.m. Auction items range from something that represents
your state or country to artwork, 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 – 7 p.m. The banquet will be held in the Ballroom. Please get your
tickets – which are included in your registration
fee – ahead of time. All beverages will be available
at a cash bar. You must reserve seating and select
an entrée choice for the banquet in advance. The
banquet will include a plated dinner with your
choice of chicken stir-fry (which is also glutenfree), vegetarian or vegan entrée that you select
on your conference registration form. Please
verify your entrée selection when you obtain
your banquet tickets and select your seating.
Banquet tickets are available by the NAF registration room. If you pick up tickets for a group of
people please know the entrée selections for
everyone in your party.
Sunday, March 20
General Sessions – Sunday morning wraps up
the 2011 Annual Membership Meeting with the
Continued on page 20
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Annual Membership Meeting
Continued from page 19
final round of General Sessions in the Grand
Ballroom followed by a Question and Answer
Session with a panel of the speakers who
presented during this time. Don’t miss these
important sessions!
Additional Information
Conference Registration – Please complete and
return to NAF by February 15, 2011 the registration forms that will be available on NAF’s
website in January 2011 and are in this issue of
Generations. Please fill out the registration form
completely, as we need all the information to
finalize plans. There will be an additional charge
for registrations after February 15, 2011. Registration after March 1, 2011 will only be
accepted on-site at the conference. If you are
bringing an attendant, please register together on
the same registration form. Each person that is
planning on attending daily sessions, the reception, or banquet needs to register. Event entry
will not be allowed without properly registered
name tags.
Registration Fees – Being a member of the
National Ataxia Foundation has its benefits –
one being a lower registration fee for the Annual
Membership Meetings. If you are not currently a
member of the Foundation or if your membership renewal is coming soon or if you are uncertain of your membership status, please consider
this a great opportunity to call the office at (763)
553-0020 or go online at www.ataxia.org to
become a member or renew your membership.
This will prevent unnecessary extra fees or errors
in your membership status when you register for
the 2011 Annual Membership Meeting. 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 Sessions
is prohibited without prior written consent from
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the National Ataxia Foundation.
Image Waiver – By attending the 2011 NAF
Annual Membership Meeting you give your
consent, unless you notify us otherwise in
writing, to use your image captured during the
conference through video, photographs, or
digital imagery, to be used by the National Ataxia
Foundation in promotional materials, publications, and web site, and you waive any and all
rights to these images.
Fragrance Free – There are many people who
experience unpleasant to severe effects from
scented products, such as perfumes and colognes.
For the comfort of our attendees we ask that all
participants refrain from wearing perfume,
cologne and other fragrances, and use unscented
personal care products in order to promote a
fragrance-free environment.

Los Angeles, “The City of Angels,” will play
host to the 2011 Annual Membership Meeting.

About Los Angeles
Los Angeles, Spanish for “The Angels,” is the
second most populous city in the United States,
the most populous city in the state of California
and the western United States, with a population
of 3.83 million within its administrative limits on
a land area of 498.3 square miles. The urban area
of Los Angeles extends beyond the administrative city limits with a population of over 14.8
million, it is the 14th largest urban area in the
world, affording it megacity status. The Los
Angeles-Long Beach-Santa Ana metropolitan 
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statistical area (MSA) is home to nearly 12.9 million residents while the broader Los AngelesLong Beach-Riverside combined statistical area
(CSA) contains nearly 17.8 million people. Los
Angeles is also the seat of Los Angeles County,
the most populated and one of the most multicultural counties in the United States.
Often known by its initials, L.A., and nicknamed the City of Angels, Los Angeles is a world
center of business, international trade, entertainment, culture, media, fashion, science, technology, and education. It is home to renowned
institutions covering a broad range of professional and cultural fields, and is one of the most
substantial economic engines within the United
States. In 2008, Los Angeles was named the
world’s eighth most economically powerful city
by Forbes.com, third in the U.S. behind New
York City and Chicago. The Los Angeles combined statistical area (CSA) has a gross metropolitan product (GMP) of $831 billion (as of 2008),
making it the third largest economic center in
the world, after the Greater Tokyo Area and the
New York metropolitan area. As the home base
of Hollywood, it is known as the “Entertainment
Capital of the World,” leading the world in the
creation of motion pictures, television production, video games, and recorded music. The
importance of the entertainment business to the
city has led many celebrities to call Los Angeles
and its surrounding suburbs home. http://en.
wikipedia.org/wiki/Los_Angeles
There are a great number of things to do, see,
and eat in Los Angeles. For a comprehensive
guide to activities, events, dining, and recreation
please visit www.discoverlosangeles.com or www.
latourist.com/index.php?page=access-guide.
L.A.-area tour companies offer a variety of
tours. Here are two tour companies that provide
a wide selection of tours around the L.A. area:
VIP Tours (www.viptoursandcharters.com) and
Star Line Tours (www.starlinetours.com). Tours to
attractions often include the attraction tickets.
The Ocean Express Trolley stops at the Hilton
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LAX. The Ocean Express provides transportation to the Manhattan Beach area and LAX
area hotels. Roundtrip passes are $5. Tickets can
be purchased at the hotel valet stand and
concierge desk. (Note: Due to weight restrictions,
Ocean Express Trolley only accepts manual wheelchairs on their lifts.) www.gatewaytola.org/index.
cfm/programs/ocean-express/
Universal Studios Package
Universal Studios & VIP Tours is delighted to
announce a special rate to Universal Studios for
the guests of the National Ataxia Foundation
who wish to visit us at Universal Studios Hollywood during NAF conference dates!
VIP Tours will pick up your party at the Hilton
LAX, bring you to Universal Studios Hollywood, and bring you back to the Hilton LAX.
VIP Tours can accommodate wheelchairs as well.
The package price for NAF guests, including
roundtrip transportation, will be the following:
• $81 for a full day ticket
• $71 for a half day ticket
VIP tours will operate the shuttle at the
following times each day: Leaving the Hilton at
9:00 a.m., 10:40 a.m., and 11:40 a.m.; leaving
Universal Studios Hollywood at 3:30 p.m. and
6:30 p.m.
Guests of the National Ataxia Foundation will
be sharing the shuttle with guests who are not
utilizing this special offer, so to board the shuttle,
NAF guests will need to show their ticket in
order to do so. They will not be able to schedule
a time in advance, so please board at whatever
time is convenient from the times listed above.
It is important to have your tickets with you
when boarding, as this will be the only way to get
on the shuttle and into the park. To book this
package please visit https://ushtix.com/Home.aspx
About the Hotel
The Hilton Los Angeles Airport is the official
conference hotel of the 2011 NAF Annual
Membership Meeting. The Hilton LAX is
Continued on page 22
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Annual Membership Meeting
Continued from page 21
located one-fourth of a mile from the Los Angeles International Airport (LAX) and 12 miles
from L.A.’s City Center at 5711 West Century
Boulevard, Los Angeles, CA 90045.
Each room features an abundance of amenities
to ensure a quality experience. Relax in The
Hilton Serenity Bed ™ which includes the
Hilton Suite Dreams® Mattress and Box Spring,
Box Pleat Dust Ruff le, Hilton Serenity Linen,
Down Duvet and Touch of Down™ Pillows.
Coupled with our double paned windows, guests
experience the ultimate in comfort and quiet for

The lobby of the Hilton Los Angeles Airport,
the official hotel of the 2011 AMM.

a restful night. Additional features include: Large
work desk and chair with convenient desk-level
outlets, High-speed internet access for $12.95/24
hours, Large screen “flat” televisions, Voicemail,
Serenity Bath Collection by Crabtree & Evelyn®, Hilton clock with easy to set alarm and
adaptor for MP3 playback, Coffeemaker, Iron
and ironing board, Hairdryer, Lodgenet offers
over 50 current movies and Nintendo in guest
rooms, Zip-In Check-In and Zip-Out CheckOut, and in-room video account review. Please
visit the Hilton LAX website for more information: www1.hilton.com/en_US/hi/ hotel/ LAX
AHHH-Hilton-Los-Angeles-Airport-California/
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index.do.
Self parking and valet parking are available. The
Hilton LAX has extended a discounted parking
rate of $8 per day for our conference attendees
for self parking and overnight attendees. The
NAF group rate for valet parking is $18 per day.
To receive the group parking rate you will need
to get a discounted parking ticket in the registration room. You will be able to exchange the
ticket you receive when entering the parking lot
for one that will allow you a one-time discounted
in and out ticket. If you are not staying at the
hotel you will need to get a discounted ticket
each time you enter the lot. Unlimited discounted in and out access is available for
overnight guests only. There is a height restriction of 6' 2" into the parking ramp. Parking spots
in the open lot behind the hotel will be made
available at the valet rate of $18 per day for vehicles that do not meet the height restriction.
Guest room reservations are available for a
special group rate of $100 per night. Please be
sure to make your reservations by March 1, 2011
in order to secure the special group rate. To book
your stay online go to www.hilton.com/en/hi/
groups/personalized/L AXAHHH-NAF20110312/index.jhtml?WT.mc_id=POG.
If you would prefer to make your reservations
by phone, please call 1-800-445-8667 or (810)
410-4000 and ask for the National Ataxia
Foundation Conference special rate.
There were a limited number of ADA
rooms available on a first-come, first-serve
basis in our group block. To inquire about
the availability of an ADA room at the
Hilton Los Angeles Airport Hotel you
MUST contact the National Ataxia Foundation at (763) 553-0020 or lori@ataxia.org.
If you need ADA equipment be sure and mention this when making your room reservation.
Shower chairs, tub bars, toilet frames, and
detachable shower heads will be available on
a first-come, first-serve basis by contacting the
Hilton Los Angeles Airport Hotel front desk 
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upon check-in. Please be aware that the
bathroom doors in standard rooms are 25".
The door can be removed upon request to
make the width 27". This width will be very
tight for most wheelchairs.
The Hilton LAX is within walking distance
to other hotels. If you are unable to get an
ADA room at the Hilton LAX you may wish
to contact a reservations manager at the other
hotels that are nearby. Hotels within walking
distance include Embassy Suites, Four Points
Sheraton, Crowne Plaza, Sheraton Gateway and
Westin LAX.
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.
Travel Tips from the Los Angeles Department of
Aviation:
• Please indicate directly to your airline at the
time you make your reservation if you may need
assistance, you are traveling in a wheelchair,
scooter, or with a service dog.
• Arrive two hours prior to departure if additional assistance is needed.
• Visit the TSA website at www.tsa.gov before
you go for the latest travel information.
• Please ask for a TSA Supervisor if you have
any concerns.
ADA Friendly Services at LAX Airport –
www.lawa.org/welcome_LAWA.aspx?id=1766
ADA Friendly Services at Bob Hope Airport –
www.burbankairport.com/passengers/disabledpassengers.html
Complimentary Shuttle – Take advantage of the
24-hour, complimentary shuttle service to/from
the LAX International Airport provided by
Destination Shuttle, which runs every 15 minutes. The designated waiting area for shuttle
pick-up is on the lower level island of all terminals. Shuttle buses are Light Blue that reads
Hilton LAX and Four Points Sheraton. Call
(310) 338-9496 for a lift-equipped shuttle.
Fly Away Shuttle – If you are traveling from

Page 23

Union Station or UCLA you can take this
shuttle to LAX where you can pick up the
complimentary hotel shuttle. Cost is $5 - $7 per
person. www.lawa.org/welcome_LAX.aspx?id=292
Taxis – From LAX Airport: Service is available
on the lower level island of all terminals under
the yellow sign indicating “Taxis.” All taxis are
metered. Passengers will be presented with a
ticket stating typical fares to major destinations.
Only authorized taxis with an official seal issued
by City of Los Angeles Department of Transportation on each vehicle are permitted in the
airport. It is illegal for any transportation services
to solicit fares, and travelers using such services
do so at their own risk. Average cost is $5.
Authorized Taxicab Supervision (ATS)
9468 Alverstone Ave. – (323) 776-5324
Beverly Hills Cab Company
6102 Venice Blvd. – (310) 273-6611
Independent Taxi
700 N. Virgil Ave. – (323) 666-0050
Yellow Cab
2129 W. Rosecrans – (310) 851-5022
Checker Cab
11003 S. Hawthorne Blvd. – (213) 482-3456
Bell Cab Company
13030 Cerise Ave. – (310) 219-3100
City Cab
7955 San Fernando Rd. – (818) 780-1000
United Cab
900 N. Alvarado St. – (323) 653-5050
From Bob Hope Airport: Shuttle van service and
taxi cabs are located on the pedestrian islands
immediately in front of the Bob Hope Airport
passenger terminal. City Cab (818) 848-1000;
United Taxi 1-800-892-8294; Yellow Cab &
Checker Cab 1-800-750-4400.
To/From Hotel & Downtown Los Angeles: Are
available to reserve at the hotel concierge desk or
valet station. A one way trip is 30-40 minutes at
an estimated cost of $30-50 one way.
Continued on page 24
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Annual Membership Meeting
Continued from page 23
Public Buses and Trains – The Los Angeles
County Metropolitan Transit Authority operates
buses equipped with automatic wheelchair lifts.
For information, call (213) 626-4455 or 1-800COMMUTE or 1-800-252-9040 (TDD/TTY).
Metrolink: 1-800-371-LINK or 1-800-6984TDD (TDD/TTY).
Metro is also the primary funding source for
Access Services Incorporated, the federallyrequired ADA paratransit service. This service is
offered to individuals whose disabilities prevent
them from independently using regular bus or
rail service. It is comparable to fixed-route
service and offers 24-hours-a-day curb-to-curb
service. 1-800-827-0829 or www.asila.org.
Access Paratransit Service – Consolidated Transportation Services Agency (CTSA) for Los
Angeles County. Access Services is responsible
for the administration of Access Paratransit and
is committed to improving the mobility on
public transit of persons with disabilities. Access
Paratransit transportation service is available for
any ADA paratransit eligible individual to any
location within three-fourths of a mile of any
fixed bus operated by the Los Angeles County
public fixed route bus operators and within
three-fourths of a mile around METRO Rail
stations during the hours that the systems are
operational. Access Paratransit operates seven
days a week, 24 hours of the day in most areas of
Los Angeles County. It is a shared ride service
that operates curb-to-curb and utilizes a f leet of
small buses, mini-vans and taxis. Fares are
distance-based and range from $1.50 to $4 for
each one-way trip. Trip reservations can be made
from 45 minutes to 24 hours prior to the desired
pick-up time. Phone: 1- 800-883-1295. TDD:
1-800- 826-7280.
Car Rentals – Approximately 40 rental car
companies operate out of LAX, with vehicle
rental sites located off the airport. Many of these
rental car companies provide phone links inside
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or near the baggage claim areas on the Lower/
Arrival Level of the terminals so travelers can
request a free shuttle pick up to reach rental car
sites. www.lawa.org/welcome_lax.aspx?id=1294.

Los Angeles Area Services & Resources
The following may be used as a helpful guide
for your convenience.
Accessible Van Services
Wheelers Van Rentals – LAX Airport
1-800-456-1371 or www.wheelersvanrentals.
com/LosAngeles
Mobility Works
Sales: 1-877-275-4907; Service: 1-877-2754912; Rentals: 1-877-275-4915; www.mobility
works.com/LosAngeles.php
Wheelchair Getaways
1-800-636-1912 or (650) 589-5554; www.
wheelchairgetaways.com/california.htm
Wheelchair & Scooter Rentals & Repair
A Scooter 4 U Inc.
1-877-697-7725 or www.ascooter4u.com
Scootaround
1-888-441-7575 or www.scootaround.com
The Mobility Center
1-800-708-6399 or www.yesmobility.com/river
side_california_wheelchair.html
Bradford Medical Supply
1-877-580-5757 or http://bradfordmedicalsupply.
com/index.aspx
Personal Care Attendants
NAF is unable to provide attendant care services. Due to liabilities and health concerns, NAF
and hotel employees are not able to provide this
service. Please do not attend without making
arrangements for an attendant if you need one.
AccentCare, Inc.
1-800-834-3059 or www.accentcare.com/default.
aspx
Accredited Nursing
❖
1-800-974-1234
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Frequently Asked Questions
About the National Ataxia Foundation’s
Annual Membership Meeting
Are you going to the National Ataxia Foundation’s Annual Membership Meeting for the first-time?
Below you will find answers to some common questions about the event to help you plan your attendance.
Q.) What is the Annual Membership Meeting? What happens at this event?
A.) The NAF Annual Membership Meeting or
AMM is a large event hosted each year by the
National Ataxia Foundation. The event includes
medical and research presentations, social events,
and opportunities to learn about the programs
sponsored by the National Ataxia Foundation.
Annual Membership Meeting attendees will
have the opportunity to:
Learn
• Listen to presentations by ataxia researchers
and physicians about the latest in ataxia research
and therapy
• Find out how to get involved in research –
including clinical trials, natural history studies,
patient registries and more
• Learn about practical issues for managing
ataxia including medication and financial planning
• Browse NAF’s educational materials – ataxia
fact sheets, books, and other publications
Interact
• Meet other individuals who share your ataxia
diagnosis, or who share the same role in the life
of an individual with ataxia (such as parent,
spouse, or caregiver) at our popular Birds of a
Feather small group session
• Interact with other attendees at a Welcome
Reception and Banquet
• Meet face-to-face with the individuals who
visit the NAF chatroom, bulletin board, and
Facebook at our Internet Group session

Connect with NAF
• Learn about the activities of the National
Ataxia Foundation – including research funding,
support group formation and fundraising
• Hear a report from the NAF office about the
organization’s business activities and participate
in board elections
• Find out how NAF can help you connect
with others in the ataxia community
Q.) What do I need to do to attend?
A.) Fill out the registration form on pages 3032 and return it to the National Ataxia Foundation’s office. You may also find and complete this
form online at our website, www.ataxia.org.
Q.) What kind of travel arrangements am I
responsible for? Will NAF make arrangements
for my travel?
A.) No. Meeting attendees are responsible for
booking their own travel and transportation to
and from the meeting site. NAF does, however,
have a room block at the hosting hotel, which
means that meeting attendees will receive a
discounted room rate for staying at the hotel as
part of the NAF meeting.
Attendees do, however, need to mention that
they are part of the NAF conference when booking their rooms in order to be eligible for that
room rate.
If attendees are in need of an ADA room they
must contact Lori Shogren of the NAF staff to
book their room. She can be reached at (763)
553-0020 or by email at lori@ataxia.org.
Continued on page 26
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Frequently Asked Questions...
Continued from page 25
Q.) What is an ADA room?
A.) An ADA room is a hotel room that complies with the requirements of the Americans
with Disabilities Act. Features may include larger
doorways and a roll-in shower to accommodate
mobility devices such as wheelchairs.
Q.) Do I have to pay a fee to attend?
A.) Yes. Attendees have to pay a registration fee
in order to attend the meeting. Registered attendees will be able to attend the Welcome Reception which includes light appetizers, the Saturday
evening banquet, which includes a full plated
dinner, and all the presentations and small group
events.
Q.) Do I have to be a paid member of the
National Ataxia Foundation to attend?
A.) No, you do not. However, if you are a
member you will be able to register for the
conference at a reduced rate. Members can check
their membership status on the back cover of this
issue of Generations.
Q.) If I am currently not a member of NAF,
can I become one when I register? And receive
the discounted member rate for registration?
A.) Yes, you can become a member at the same
time you register, and you may sign up using the
member rate.
Q.) If I bring my caregiver, friend, or spouse,

ShopNAF.org
Looking for that perfect gift or items for
your everyday needs? You can shop online
at a variety of partnering stores for all your
home, office, health & beauty, and clothing
needs through MarketAmerica’s NAF shopping website, www.ShopNAF.org.
Each purchase you make through this
website will help support the National
Ataxia Foundation. Thank you.
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do they have to register for the meeting?
A.) Yes, all attendees need to register for the
meeting. If you are a member of NAF, both you
and your additional attendee may register for the
meeting using the discounted member rate.
Members are only allowed to apply this rate to
one individual. Any additional individuals
will need to either become members to receive
the member registration rate, or pay the nonmember registration fee.
Q.) I would like to go to the meeting, but do
not know if I will be able to afford the costs of
travel. Does NAF offer any assistance?
A.) Yes. NAF operates a Travel Grant program
in which individuals can apply to receive a
monetary grant to help cover the costs of travel to
attend the meeting. NAF may not be able to
fund all submitted applications, but if you are
interested in this program, you may visit our
website, www.ataxia.org, and complete and submit the application. If you would like a hard copy
of the form, please contact Lori Shogren of the
NAF staff at lori@ataxia.org or (763) 553-0020.
The deadline for applications to be returned to
NAF is January 26, 2011. Travel grant applications are available for both adults and children.
Q.) If I am unable to attend the meeting, will
I have the opportunity to learn about what was
presented?
A.) Yes. NAF will provide materials on our
website and in Generations after the meeting.
The newsletter will contain select transcripts,
articles, and photos. The website will include
presentation slides, handouts, and photos from
some of the weekend’s activities.
Q.) I am a medical professional. Can I receive
Continuing Medical Education (CME) credits
for attending this meeting?
A.) No. This meeting does not meet CME
requirements.
If you have additional questions about the Annual
Membership Meeting, please contact the NAF office
at (763) 553-0020.
❖
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The Board of Directors of the National Ataxia Foundation along with
the Los Angeles, Orange County and San Diego Ataxia Support Groups
Cordially Invite You to the 2011 Annual Membership Meeting

“Bringing the Ataxia World Together”
Dates: March 17-20, 2011

Location: Hilton Los Angeles Airport
5711 West Century Boulevard
Los Angeles, CA 90045
(810) 410-4000 or 1-800-445-8667

Advance Registration Fee for NAF members or Spouse/Caregiver:
A low registration fee of $75 per person gains you complete access to General Sessions, as
well as participation in exhibits, breaks, the Thursday Night Reception, and the Saturday Evening
Banquet. Sign up early to get this low advance rate!
Advance Registration Family Rate:
The family rate applies to family members living at the same address.
$75 per person with a maximum fee of $300.

Non-Member Advance Rates:
If you are not a current paid member of NAF, the advance registration rate is $130 per person
with a $520 maximum for families.

Late Registration or Registration at the Door (NOT RECOMMENDED):
The fee for registrations postmarked after February 15, 2011 is $100 per person for NAF
Members and $155 per person for non-members.
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 the 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, 2011. 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, 2011

Please complete all three pages of the registration form and return to the following address:
National Ataxia Foundation, 2600 Fernbrook Lane, Suite 119, Minneapolis, MN 55447-4752
(763) 553-0020 Fax: (763) 553-0167 E-mail: naf @ataxia.org
For your convenience, a return envelope has been provided in this issue
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2011 NAF Annual Membership Meeting Agenda
Please Note: Due to circumstances beyond our control, this meeting agenda is subject to change.

THURSDAY, March 17

Event

Location

Time

Location

Time

NAF Registration ...................................... Pacific Ballroom A ....................................................... 8:00 a.m. - 9:00 p.m.
Exhibitors .................................................. International Ballroom Foyer ...................................... 10:00 a.m. - 9:00 p.m.
Leadership Meeting .................................. Pacific Ballroom B ....................................................... 1:00 p.m. - 3:30 p.m.
Fundraising Meeting ................................. Pacific Ballroom B ....................................................... 4:00 p.m. - 5:30 p.m.
NEW St. Patty’s Day Reception ............... International Ballroom ................................................. 7:00 p.m.

FRIDAY, March 18

Event

NAF Registration ...................................... Pacific Ballroom A ....................................................... 8:00 a.m. - 5:30 p.m.
Exhibitors .................................................. International Ballroom Foyer ...................................... 8:00 a.m. - 5:30 p.m.
General Sessions ..................................... International Ballroom ................................................. 8:30 a.m. - 12:15 p.m.
Nintendo Wii Room .................................. Century A & B ............................................................. 10:00 a.m. - 2:00 p.m.
Lunch ........................................................ On Your Own .............................................................. 12:15 p.m.
Birds of a Feather ..................................... Various Meeting Rooms ............................................. 2:00 p.m. - 5:00 p.m.
Internet Group .......................................... International Ballroom B ............................................. 6:00 p.m. - 8:00 p.m.

Friday General Sessions

Time
Speaker
Topic
8:30 a.m. ............ Arnie Gruetzmacher, AMM Chair .......................... Welcome & Opening Remarks
9:00 a.m. ............ Susan Perlman, MD ............................................. LA Experience & Ataxia Medical Update
9:45 a.m. ............ Melinda Guttry, PT & Jacquelyn Glenn, OTR ....... OT/PT for Ataxia
10:40 a.m. .......... Anne Lefton, CCC-SLP ......................................... Speech & Swallowing
11:20 a.m. ........... Al LaSpada, MD, PhD, FACMG ............................ Poly Q SCAs/SCA7
11:45 a.m. ........... Q&A Panel
12:15 p.m. .......... LUNCH

Birds of a Feather

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

Location

Notes

Ataxias
SCA1 .................................................... Plaza Ballroom A
SCA2 .................................................... Marina Room
SCA3 .................................................... Los Angeles Ballroom A & B
SCA6 .................................................... Carmel Room
All other SCAs ...................................... Plaza Ballroom B, C & D ....... Any SCA other than 1, 2, 3, or 6
Sporadic/MSA ...................................... Century C & D Room
Friedreich’s Ataxia ................................ International Ballroom B ........ Panel of speakers for first hour of this session
Unknown/Episodic/AOA 1 & 2 .............. International Ballroom A ........ Attend if you do not know your type of ataxia
Parents ..................................................... La Jolla Ballroom
Caregivers ............................................... Newport B Room ................... See below*
Spouses ................................................... Los Angeles Ballroom C ........ See below*
Siblings (Adults) ..................................... Newport C Room ................... See below*

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

View the latest information available about the Annual Membership Meeting on our Web site, www.ataxia.org.
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2011 NAF Annual Membership Meeting Agenda
Please Note: Due to circumstances beyond our control, this meeting agenda is subject to change.

SATURDAY, March 19

Event

Location

Time

NAF Registration ...................................... Pacific A Ballroom ....................................................... 8:00 a.m. - 5:00 p.m.
Exhibitors .................................................. International Ballroom Foyer ...................................... 8:00 a.m. - 5:00 p.m.
General Sessions ..................................... International Ballroom ................................................. 8:30 a.m. - Noon
Nintendo Wii Room .................................. Century A & B ............................................................. 10:00 a.m. - 2:00 p.m.
Lunch ........................................................ On Your Own .............................................................. Noon
General Sessions ..................................... International Ballroom ................................................. 2:00 p.m. - 4:30 p.m.
Silent Auction ............................................ Plaza Ballroom B ........................................................ 3:30 p.m. - 7:30 p.m.
Catholic Service ........................................ La Jolla A B ................................................................. 6:00 p.m. - 6:45 p.m.
Nondenominational Service ..................... Carmel ........................................................................ 6:00 p.m. - 6:45 p.m.
NAF Banquet ............................................ International Ballroom ................................................. 7:00 p.m.

Saturday General Sessions

Time
Speaker
Topic
8:30 a.m. ............ Jamie Hoffman, CTRS ............................ Adaptive Recreation, What You CAN DO!
8:55 a.m. ............ Richard Ivry, PhD .................................... How Cerebellar Dysfunction Affects Motor Control
9:20 a.m. ............ Joel Gottesfeld, PhD ............................... HDAC Inhibitors in FRDA
9:45 a.m. ............ Vikram Shakkottai, MD, PhD .................. Clinical Trials and Natural History Study
10:10 a.m. .......... Theresa Zesiewicz, MD, FAAN ............... Analysis of Chantix Clinical Trial
10:35 a.m. .......... Clive Svendsen, PhD .............................. Stem Cell Research for Ataxia
11:00 a.m. .......... Henry Paulson, MD, PhD ........................ Research Update
11:25 a.m. .......... Q&A Panel
Noon ................... LUNCH
2:00 p.m. ............ Christopher Gomez, MD, PhD ................ Medication for Ataxia Symptoms
2:25 p.m. ............ S.H. Subramony, MD .............................. National Ataxia Registry
2:50 p.m. ............ Ralph Miller .............................................. Wheelchair Yoga
3:15 p.m. ............ Arnie Gruetzmacher, CFP ....................... Financial Planning
4:00 p.m. ............ Q&A Panel

SUNDAY, March 20

Event

Location

Time

NAF Registration ...................................... Pacific Ballroom A ....................................................... 8:00 a.m. - 11:00 a.m.
Exhibitors .................................................. International Ballroom Foyer ...................................... 8:00 a.m. - Noon
Business Meeting ..................................... International Ballroom ................................................. 8:30 a.m. - 8:55 a.m.
General Sessions ..................................... International Ballroom ................................................. 9:00 a.m. - 12:30 p.m.

Sunday General Sessions

Time
Speaker
Topic
9:00 a.m. ............ Sid Gilman, MD ....................................... Sporadic Ataxia and MSA Research
9:25 a.m. ............ Una Lee, MD ........................................... Management of Neurogenic Bladder
9:50 a.m. ............ Joanna Jen, MD, PhD ............................. Management of Dizziness in Ataxia
10:15 a.m. .......... Jon Rodis, MBA ....................................... Applying for Social Security Disability
10:40 a.m. .......... Brent Fogel, MD, PhD ............................. Recessive & Paraneoplastic Ataxia
11:05 a.m. .......... George Wilmot III, MD, PhD ................... What We Have Learned
11:30 a.m. .......... Q&A Panel
Noon ................... Arnie Gruetzmacher, AMM Chair ............ Closing Remarks
View the latest information available about the Annual Membership Meeting on our Web site, www.ataxia.org.
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2011 NAF Annual Membership Meeting Registration
1. *Full Name: ___________________________
Name on Badge: _______________________
*Address: _____________________________
*City/ State/ Zip: ________________________
Country: ________ *Phone: ______________
E-mail: _______________________________
Internet Chat Name: _____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0-12) ❒ PCA
2. *Full Name: ___________________________
Name on Badge: _______________________
*Address: _____________________________
*City/ State/ Zip: ________________________
Country: ________ *Phone: ______________
E-mail: _______________________________
Internet Chat Name: _____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0-12) ❒ PCA
3. *Full Name: ___________________________
Name on Badge: _______________________
*Address: _____________________________
*City/ State/ Zip: ________________________
Country: ________ *Phone: ______________
E-mail: _______________________________
Internet Chat Name: _____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0-12) ❒ PCA
4. *Full Name: ___________________________
Name on Badge: _______________________
*Address: _____________________________
*City/ State/ Zip: ________________________
Country: ________ *Phone: ______________
E-mail: _______________________________
Internet Chat Name: _____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0-12) ❒ PCA
5. *Full Name: ___________________________
Name on Badge: _______________________
*Address: _____________________________
*City/ State/ Zip: ________________________
Country: ________ *Phone: ______________
E-mail: _______________________________
Internet Chat Name: _____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0-12) ❒ PCA

*Please indicate the type of ataxia you have or the
distinct relationship you have with an individual
affected by ataxia. This designation will help us
plan adequately for our Birds of a Feather sessions.
❒ SCA1
❒ SCA2
❒ Parent
❒ Spouse
❒ Caregiver†

❒ SCA3
❒ All other SCAs
❒ SCA6
❒ Sporadic/MSA
❒ Unknown/episodic/AOA
❒ Friedreich’s
Assist Dog Name:
❒ Sibling

❒ SCA1
❒ SCA2
❒ Parent
❒ Spouse
❒ Caregiver†

❒ SCA3
❒ All other SCAs
❒ SCA6
❒ Sporadic/MSA
❒ Unknown/episodic/AOA
❒ Friedreich’s
Assist Dog Name:
❒ Sibling

❒ SCA1
❒ SCA2
❒ Parent
❒ Spouse
❒ Caregiver†

❒ SCA3
❒ All other SCAs
❒ SCA6
❒ Sporadic/MSA
❒ Unknown/episodic/AOA
❒ Friedreich’s
Assist Dog Name:
❒ Sibling

❒ SCA1
❒ SCA2
❒ Parent
❒ Spouse
❒ Caregiver†

❒ SCA3
❒ All other SCAs
❒ SCA6
❒ Sporadic/MSA
❒ Unknown/episodic/AOA
❒ Friedreich’s
Assist Dog Name:
❒ Sibling

❒ SCA1
❒ SCA2
❒ Parent
❒ Spouse
❒ Caregiver†

❒ SCA3
❒ All other SCAs
❒ SCA6
❒ Sporadic/MSA
❒ Unknown/episodic/AOA
❒ Friedreich’s
Assist Dog Name:
❒ Sibling

*Please indicate the type of ataxia you have or the
distinct relationship you have with an individual
affected by ataxia. This designation will help us
plan adequately for our Birds of a Feather sessions.

*Please indicate the type of ataxia you have or the
distinct relationship you have with an individual
affected by ataxia. This designation will help us
plan adequately for our Birds of a Feather sessions.

*Please indicate the type of ataxia you have or the
distinct relationship you have with an individual
affected by ataxia. This designation will help us
plan adequately for our Birds of a Feather sessions.

*Please indicate the type of ataxia you have or the
distinct relationship you have with an individual
affected by ataxia. This designation will help us
plan adequately for our Birds of a Feather sessions.

*Indicates required information. PCA = Personal Care Attendant. †Non-spouse caregiver.
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NAF will send out all pre-registration materials and meeting handouts through e-mail. For those who
do not use e-mail, materials will be mailed and hard copy handouts will be provided at the meeting.
Please complete the following table for each person:
1. Is this your first NAF Annual Meeting?

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

Y or N

#1

#2

#3

#4

#5

Y or N

3. If you are attending the Banquet, you have the following
options: Main entreé (M), Vegetarian (V) or Vegan (VE)
– all are gluten-free. Please indicate your preference. M, V or VE

4. Will you be using a Scooter (S), Manual Wheelchair (M),
Electric Wheelchair (E), or a Walker (W)?
Blank, S, M, E or W
5. Are you a current paid member of NAF? (If you are
unsure of your membership status, contact NAF before
submitting your resigration form.)

Y or N

By attending the 2011 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.

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:________________________

THINKING ABOUT GOING OUT TO DINNER FRIDAY NIGHT?

The Hilton LAX is pleased to provide transportation to Rosecrans Blvd. for a fun and trendy dine-around
experience in El Segundo. Rosecrans Blvd. is only minutes from the hotel offering a wide variety and style
of dining options. Contact information for these restaurants is available at the Hilton Bell Desk.
The shuttle to Rosecrans will run Friday, March 18 from 4:30 p.m. to 10:30 p.m. on a first-come/first-serve
basis. If this non-NAF sponsored service is something you feel you will be participating in, please let the
hotel know by checking “YES” in the following box. This information will be use to identify the level of
interest in utilizing this service only and is not a reservation.
❒ YES Approximately what time do you think you will be dining? __________

If you require accessible transportation with a lift to Rosecrans, please complete and return the
following information:
Please indicate what time your party would like to depart the Hilton LAX __________
Please indicate what time your party would like to return to the Hilton LAX __________
Please indicate how many will be in your party __________
Please indicate whose name this reservation should be made under ______________________________
Please provide a phone number where this person can be reached __________
How many in your party will need to use transportation with a lift? __________
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2011 NAF Annual Membership Meeting Registration
Take advantage of the MEMBER RATE and JOIN TODAY!

Yes, I would like to be a member of NAF! Please add an ADDITIONAL
❒ $35 (Annual Individual) ❒ $55 (Annual Household)
❒ $100+ (Annual Patron) ❒ $500 (Lifetime) ❒ $55 (Annual Professional)
❒ $50 (Individual Outside U.S.) ❒ $70 (Household and Professional Outside U.S.)

Quantity

Total

Quantity

Total

Quantity

Total

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!
❒ $75 (Offset of Registration) ❒ $400 (Travel Grant)
❒ Other : _____________ (Any amount is helpful!)
Payment Information for NAF MEMBERS

EARLY BIRD: Registration Fee for INDIVIDUAL Members and for
Spouse/Caregiver Note: Extended to one caregiver per member.
EARLY BIRD: HOUSEHOLD RATE (Applies to NAF members who
have a Household, Patron, or Lifetime Membership. Includes
family members living at the same address.) Maximum: $300

Amount
$75 ea.

$75 ea.
or max. $300

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

$100 ea.

Registration Fee for Non-NAF Members

$130 ea.

Payment Information for NON-NAF MEMBERS

HOUSEHOLD RATE for Non-NAF Members (Maximum family
rate for individuals, their spouses and children under 18 who are
not members of NAF) Maximum: $520

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

Amount

$130 ea.
or max. $520
$155 ea.
TOTAL CHARGES:

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

Name of Card Holder: ___________________________________________________________________________

Address: _____________________________________________________________________________________

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

Credit Card Number: ________________________________________ Expiration Date: ______________________
Signature of Card Holder: ____________________________________

Registration Deadline is February 15, 2011

Please complete all three pages of the registration form and return to the following address:
National Ataxia Foundation, 2600 Fernbrook Lane, Suite 119, Minneapolis, MN 55447-4752
(763) 553-0020 Fax: (763) 553-0167 E-mail: naf @ataxia.org
For your convenience, a return envelope has been provided in this issue
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Coming to Terms with Ataxia
By John Cernosek
The following article is an excerpted compilation of a speech given at the 2010 International Ataxia Awareness Day picnic hosted by the NAF Chesapeake Chapter and Johns Hopkins Ataxia Center.
during my freshman year, I was on my way back
We are all here at the Johns Hopkins Ataxia
from class in the middle of the afternoon and a
Picnic because ataxia hurts the people it affects,
kid told me how awesome it was that I was
in so many ways, and each of us is doing somealways wasted. I just laughed.
thing about it. If you just came for the food, a
couple points you need to understand going
I realized this issue was not fixing itself and a
forward – ataxia is a medical thing, and it’s bad.
few months later saw the doctor who would
And I have it.
eventually explain Friedreich’s ataxia (FA) to me.
Now that we’re all up to speed, I’m not
At this point, I was too scared to research it or
going to spend my precious public
even talk about it with my family.
speaking moments bad-mouthing
I heard what the doctor said, and
ataxia. I have too much respect for
I felt what it was doing to me, and
it. I will discuss some approaches
that was enough ataxia for my
to living with this thing and not
liking. Two years later in my
hating it. I’ll talk about how the
biology class, FA was actually
speaker at last year’s picnic, Dr.
mentioned as an example of a rare
Tom Clouse, changed my life by
genetic disease. I couldn’t even say,
introducing me to his methods of
“Hey teacher, I have that.” I was
fitness. And I’ll talk about myself.
still trying to hide.
I graduated in four years without
About Me
ever
uttering the word ataxia, and
I had a wonderful childhood –
moved back home.
always the athlete – a great family
John
Cernosek
I wasn’t confident in my abiliand friends and a lot going for me.
ties, and I didn’t have any real direction. And this
Sometime in 8th grade, I started to notice that
ataxia thing was getting worse. Times were
where my friends were growing faster and
tough.
stronger, I was slowly moving in the other direction. I didn’t know why this was happening, or
Confronting Ataxia
what I could do about it. My body was failing
About a year out of college I decided to begin
me. I quickly lost faith in myself.
facing everything. I did the research. I started
I silently observed this decline throughout high
talking to my family. My family is my support.
school – a stumble on the soccer field, a fall on
I told my friends about ataxia. The scariest mosome steps. Increasingly embarrassing incidents.
ment of my life was in my best friend’s basement,
My friends also observed it, and had some fun at
seconds before telling him about ataxia. I had
my expense. My attitude became, “I am a living
such a hard time getting those words out of my
joke.” I like jokes, but I didn’t find this one
throat. I had a hard time making the adjustment,
hilarious.
accepting who I was, trusting others to accept
I got through high school still wondering
who I was. I still have a hard time with the
what was going on, and went to college at Saint
Joseph’s University in Philadelphia. One time
Continued on page 34
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Coming to Terms with Ataxia
Continued from page 33
adjustments I have to make. It’s hard to change,
and not be in control. It doesn’t matter how
gradual the change is. It’s uncomfortable. But,
confronting myself was a better option than hiding from myself, and from the world.
I had to establish a new identity; one that
mbraced ataxia. I bought a cane that I carry with
me in public, mainly to say, “Hey man, I’m not
drunk. There are other things going on with my
body that you don’t especially need to worry
about.” The “HurriCane,” as I call it, achieves
that, and people are now super nice to me. The
cane evokes compassion. Everyone smiles and
holds the door. I’d rather not be in this situation,
but I’ve witnessed some genuine kindness from
unexpected places as a result of it. That’s all right.
I joined a support group, and involved myself
with the community. At one of the meetings I
met a woman who set me up with an internship
helping people to enroll in Medicaid, and it led
to the job I have today. I am a Community Work
Incentives Coordinator at a center for independent living. What that means is, if you’re getting
Social Security disability benefits and you want
to work, and you want to know how your

NAR is Online
The purpose of the National Ataxia
Registry (NAR) is to collect basic information on individuals with all types of ataxias.
This information will be used to facilitate
and expedite clinical trials and get us all
closer to treatments for ataxias, including
the Spinocerebellar Ataxias (SCA’s).
Go to www.NationalAtaxiaRegistry.org to
register. If you have questions or encounter
problems, please contact the Research
Coordinator by e-mail at nationalataxia
registry@neurology.ufl.edu or leave a voicemail message with your name and phone
number at (352) 273-9194.

Winter 2010-11

benefits will be affected by your income, you
call me. It is not my dream job, but it’s something to try my best at; every day I learn more
about what it means to be accountable; and I’ve
made some great friends along the way too. It’s
a lot of hard work, but it pays more than just a
check.
In terms of the ataxia, it’s no fun to deal with.
I got the cane in 2006 and a wheelchair in 2008,
just for distances. I used it more and more. In July
of 2009 I broke a bone in my foot walking across
the room to plug my phone into the charger.
With an unstable and declining condition, a
weak foot, and six weeks of no activity so it could
heal, I thought my walking days were over.
A New Way to Move
Then, Dr. Tom Clouse came to town. We had
four sessions over two weeks last September. He
taught me how to improve physically. He has a
method. He explained what needed to be done
to improve and showed me how to do it, and for
the last year I’ve been doing it. It is not easy. It’s
extremely frustrating and difficult work. It’s like
having another job that I don’t love – doing these
intense exercises every night and reading about
biomechanics. I’ve been improving, little by little, so it’s got to be done. I owe it to myself. This
method is treatment. I say that with the authority of a patient who is diligent with my exercise,
diet, research and observations. My symptoms
continue to improve across the board, and there
are absolutely no negative side effects. I recently
participated in a mile walk for Nick Markakis’
charity for distressed children. He’s the right
fielder for the Baltimore Orioles, and my favorite
player. I finished in last place by a good half
hour, but I finished the mile with no help, and
I got a picture with Nick and his autograph. It
was awesome. And I have Dr. Clouse to thank.
I don’t know how to express the emotions that
I feel when I notice an improvement. There’s a
little party inside of my brain, a sensation of new
independence, then it’s back to work, because
there’s still a ways to go.
❖
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My Ataxia Diet
By Jeannie Smith Ball
I had no idea just how bad it was for my body.
After being misdiagnosed for quite a few years
With the help and understanding of my group
with symptoms of unbalance, clumsiness,
sponsor, I got through it.
fatigue, and some dizziness; I finally went to the
Mayo Clinic in Minnesota and received a diagAfter being off flour and refined sugar for three
nosis of sporadic SCA (a neurological disease that
days I noticed that my mind became clearer, and
might be hereditary). I was told I should consider
continued to become clearer each day. I also
intravenous drugs to possibly stop the progresbegan to lose that bloated look, and started gainsion of this disease. I came home to California
ing more energy while losing excess weight. That
devastated. I was unsure of how my life would
gave me the incentive to continue because it
be from then on. I did know I wanted to try
seemed to be working.
other alternatives before I committed to taking
Most of the symptoms have been gone for over
prescription drugs. I saw taking
two years. I attribute my improved
drugs as a last resort.
health and SCA remission to my
My first step was to try a gluten12-step program and new eating
free food plan. I began to see some
habits. Now I listen to my body
results and then wanted to experiinstead of denying what it’s
ment more with nutrition. Sometelling me. And I don’t push
one told me that when others had
through pain or make other
eliminated flour, refined sugar and
people’s needs more important
alcohol from their dietary habits
than my own.
that it helped alleviate symptoms of
I have had two MRI’s to date
their disease. I thought it would be
that do not show any more degenworth a try. I wasn’t sure how I
eration. So I am hopeful that by
would adjust to eliminating f lour
living a healthy lifestyle, I will be
or refined sugar products. But, I Jeannie Smith Ball
able to help keep most of my
was introduced to a new way of eating; nothing
symptoms at bay. But if it slowly progresses that’s
processed or prepared, no additives, and only
OK too, because I’m presently living each day
fresh organic foods. I knew I could easily give
with more energy. And, I’m grateful that I found
up f lour and alcohol, but sugar would be a
a 12-step program that will help keep me on
challenge. Sugar is hidden in almost all processed
track.
foods.
I’ve been told by many doctors that it is not
I joined a 12-step group that supports me in
possible to stop the progression of this degenereliminating all flour, refined sugar and alcohol. It
ative disease. But the lessening of my symptoms,
was easy for me to avoid f lour since I’d already
and the energy gained has brought me such
been off gluten. Alcohol was also easy because I
relief. Not having any f lour, refined sugar or
noticed the negative effects after a few sips. It
alcohol; eating weighed and measured amounts
would increase problems with my gait, slur my
of food that my body needs to be healthy; taking
speech and intensify my neurological symptoms.
regular naps; getting rid of things that just don’t
Sugar was more challenging. I went through
withdrawals and never wanted to eat sugar again.
Continued on page 36
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My Ataxia Diet
Continued from page 35
enhance my life any longer and replacing them
with healthier things I can do for myself, has
given me more quality of life while I’m here.
I found my food plan and lifestyle has affected
the people around me in many ways. People that
know me see a huge change, not only in my
weight, but my actions. I was an angry person
because I had to deal with frustrating symptoms
of a disease, but the serenity I have gained is
worth so much.

Society for
Neuroscience
Annual Meeting
Held in San Diego
By Earl McLaughlin
Did you know a double-blind study was
being conducted in Peru to see if a leafy
plant treats or cures ataxia? That was one
of the many interesting items learned at the
Society for Neuroscience Annual Meeting
held in November in San Diego.
Members and friends of the San Diego
Ataxia Support Group staffed an exhibit
booth for the NAF. They handed out literature and educated the over 32,000 attendees from around the world.
The SFN Annual Meeting is a forum for
the education of physicians, researchers,
teachers, and students in the art of neuroscience. In conjunction with this, many companies and nonprofit organizations have
exhibit booths. This is an effective way to
educate neurologists about ataxia ... a great
way to increase awareness.
Volunteers staffing the booth were Donna
Corrado, Jennifer Molina, Dan Rose, Liz
Soragini, Jane and Larry Jaffe, Joel Carter,
Nancy Ruiz, Carolyn Bertussi, Sue Hagen,
and Earl McLaughlin.

Winter 2010-11

I’m grateful to have found spiritual, mental and
physical discipline guided by something outside
of myself and it seems to be working for me. You
could say I’m practicing self care daily. The
effects are amazing!
If you are interested in learning more about
Jeannie’s food plan you may contact her at
JeanniemSB@gmail.com.
❖

Neurologist
Resource List
The National Ataxia Foundation needs
your help.
NAF provides a list of neurologists who
are familiar with sporadic and hereditary
ataxia and can provide good clinical care to
those with ataxia. The current lists have
names of doctors, movement disorder
clinics or ataxia clinics located in the United
States and Canada. The listings are located
at www.ataxia.org/resources/neurologicalresources.aspx on the NAF website.
If you know of a doctor who has provided
excellent care as it relates to ataxia, please
e-mail the doctor’s name, clinic, address
and phone number to Sue Hagen, Patient
Services Director at susan@ataxia.org so
that neurologist can be added to this
important resource that NAF provides.

There’s Still
Time to Donate
There is still time to donate to the 2010
NAF Annual Ataxia Research Drive. Checks
postmarked by December 31 or on-line
donations made on or before midnight
December 31, 2010 will be eligible for a tax
deduction in 2010.
Your 2010 research gift will help support promising ataxia research studies for
fiscal year 2011. Thank you.
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Investigate the DUB Activity
of Ataxin-3 and its Effect on
Parkin Stability and Activity
By Thomas M. Durcan, PhD
Montreal Neurological Institute, Quebec, Canada
The following is a research summary of the Post-Doctoral Fellowship Award funded by NAF.
account for ~50% of early onset PD cases causMachado-Joseph disease (MJD), or Spinoing a loss of parkin function, ultimately resulting
cerebellar Ataxia-3 (SCA3), is the most common
in progressive neurodegeneration in PD patients.
dominant inherited spinocerebellar ataxia, and
cases of SCA3 can often comprise 15-45%
Remarkably, in our study, in both cells and
of SCA cases in many different countries
transgenic mice, we observe a decrease in parkin
and ethnic populations. SCA3 is a progressive
levels when the mutant ataxin-3 is present. Over
neuro-degenerative disease and it is associated
expression or knockout of the normal ataxin-3
with neuronal loss within the cereprotein had no effect on parkin
bellum and other brain regions.
levels, raising the intriguing possiSymptoms of SCA3 present in
bility that decreased parkin expresearly to mid-adult life, with pasion in SCA3 patients may be a
tients developing gait and uncoornovel risk factor, contributing to
dinated movement. Moreover,
the pathogenesis of the disease,
patients often develop symptoms
and also explain why SCA3 pathat are observed in Parkinson’s
tients often develop parkinsonian
disease (PD), including a pillsymptoms. Furthermore, the
rolling rest tremor, and patients
identification of novel molecules/
with such symptoms often respond
inhibitors to prevent mutant
to L-DOPA, a common dopamine
ataxin-3-mediated clearance of
replacement therapy commonly
parkin may represent a novel
Dr.
Thomas
M.
Durcan
used in PD.
therapeutic approach for SCA3
patients. Thus, our findings demonstrate clearly
In 1994, SCA-3 was linked to a mutation
that mutant ataxin-3 promotes a decrease in
within the ataxin-3 gene and further studies have
parkin levels in MJD, yet the mechanism is
demonstrated the mutant ataxin-3 to form
unclear and further work is required to deteraggregates within neurons in the affected brain
mine if a reduction in parkin levels is critical in
regions of MJD patients. In our proposed
the development of MJD. Presently, my research
research plan, we speculate that the mutant
is focused on elucidating this mechanism and my
ataxin-3 in SCA3 patients may interact with a
findings during my tenure as an NAF-funded
PD-associated protein. Preliminary data in
researcher helped me achieve success in attainour proposal identifies parkin as the first PDing a Postdoctoral Fellowship award (2010-11)
associated protein to interact with ataxin-3. In
from the Parkinson’s Disease Foundation to furneurons, parkin is neuroprotective and its activther explore the functional relationship between
ity can protect neurons during periods of celluataxin-3 and parkin in PD and SCA3.
lar stress. Mutations in the parkin gene (PARK2)
❖
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Race and Ethnicity Information Needed
As ataxia research moves towards more and
more clinical drug trials, it will be important to
have gender, race and ethnicity information for
those affected with ataxia. This information is
being gathered in response to ataxia researchers
needing to demonstrate that they are recruiting
patients for their clinical trials from all the racial
and ethnic groups and to help better identify
NAF’s efforts in providing programs and services to all racial and ethnic groups. The National
Ataxia Foundation is a great source for recruiting
those with ataxia to participate in research and so
we will begin collecting this data. Providing this
information to the Foundation is completely
voluntary and optional.
To provide some background, in 1993, the
National Institutes of Health (NIH) Revitalization Act directed NIH to establish guidelines
for including women and minorities in NIHsponsored clinical research. NIH was directed to
ensure that women and minorities were included
as subjects, unless their exclusion was justified
due to circumstances specified by NIH guidelines. Furthermore, clinical trials were to be
designed and carried out in a manner that would
elicit information about individuals of both
genders and diverse racial and ethnic groups to
examine differential effects on such groups.
The standards have been developed to provide
a common language for uniformity and comparability in the collection and use of data on race
and ethnicity by Federal agencies.
For ethnicity, the FDA recommends the
following choices:
• Hispanic or Latino
• Not Hispanic or Latino
For race, the FDA recommends the following
choices:
• American Indian or Alaska Native
• Asian
• Black or African American

• Native Hawaiian or Other Pacific Islander
• White
The Office of Management and Budget Standards for Maintaining, Collecting, and Presenting Federal Data on Race and Ethnicity (adopted
on October 30, 1997) provided these standards
for categories and definitions:
American Indian or Alaska Native. A person
having origins in any of the original peoples of
North and South America (including Central
America), and who maintains tribal affiliation or
community attachment.
Asian. A person having origins in any of the
original peoples of the Far East, Southeast Asia,
or the Indian subcontinent, including, for example, Cambodia, China, India, Japan, Korea,
Malaysia, Pakistan, the Philippine Islands, Thailand, and Vietnam.
Black or African American. A person having origins in any of the black racial groups of Africa.
Terms such as “Haitian” or “Negro” can be used
in addition to “Black or African American.”
Hispanic or Latino. A person of Cuban, Mexican, Puerto Rican, South or Central American,
or other Spanish culture or origin, regardless of
race. The term, “Spanish origin,” can be used in
addition to “Hispanic or Latino.”
Native Hawaiian or Other Pacific Islander. A
person having origins in any of the original peoples of Hawaii, Guam, Samoa, or other Pacific
Islands.
White. A person having origins in any of the
original peoples of Europe, the Middle East, or
North Africa.
Providing this information to the National
Ataxia Foundation is optional and will be kept
confidential. If you have any questions about this
request for information, please send an e-mail
to naf@ataxia.org or you may call the office at
(763) 553-0020.
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Please complete the form below and mail it using the return envelope provided in this issue,
fax it to (763) 553-0167, or e-mail your responses directly to naf @ataxia.org. Please make
copies of this form for each person for whom you would like to report this information.
Name: _______________________________
Address: _____________________________
City ________________________________
State ______________ Zip Code: ________
Home Phone: ________________________
Cell Phone: __________________________
E-mail: ______________________________

Birthdate:
Month _______ Day _______ Year _______

Ataxia status:
____ I am affected
Type of ataxia: ___________________
____ I am at risk for ataxia
Type of ataxia: ___________________

Racial category:
____ American Indian or Alaska Native
____ Asian
____ Black or African American
____ Native Hawaiian or Other Pacific
Islander
____ White

Gender: Male ____ Female ____
Ethnic category:
____ Hispanic or Latino
____ Not Hispanic or Latino

The National Ataxia Foundation’s
New ‘Regional Concept’
The National Ataxia Foundation offers to its
members an annual membership meeting in
order to provide the latest information on ataxia
research and topics of concern and interest
within the ataxia community. These meetings
also provide a setting for sharing, learning, and
networking.
The conferences are hosted each year by an
NAF chapter or support group(s) who help in the
planning, provides volunteers, acquires donated
items, and helps in raising funds in support of
the meeting.
These conferences over the years have seen
continued growth in terms of expanded programs, exceptional speakers, and number of
attendees. Much credit is given to the Foundation’s Annual Membership Meeting Chair, Arnie
Gruetzmacher, for the continued success and innovations of these meetings. Arnie has chaired
more than 30 very successful annual member-

ship meetings and is looking forward in chairing
future meetings.
To help address the continued expansion and
costs of these meetings, a new concept has
been developed called “The Regional Concept”
to help bring in additional support groups and
chapters in co-hosting these meetings. Additionally, these groups will have a larger window
to assist in raising funds to help underwrite part
of the costs of these conferences to help
ensure continued quality programs and affordability to our attendees. A further enhancement
of this program is to provide more participation
opportunities to potential attendees by diversifying the location of these conferences.
If you are an NAF Chapter President, Support
Group Leader, or Ambassador please plan on
attending the Leadership Meeting at the 2011
Annual Membership Meeting for future plans on
the “Regional Concept.”
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Greater Atlanta
Ataxia Support Group Update
By Dave Zilles
On Nov. 6 the Greater Atlanta Ataxia Support
group held their meeting at the Emory Rehabilitation Center. There were 15 members in attendance, including families from Chattanooga,
TN and Charlotte, NC. Our speaker was David
Pollen, an attorney who serves both the elderly
and disabled communities. David presented an
update on the status of Georgia regarding Medicaid Waivers as well as things to consider for
special needs planning and long-term care.
Elections for officers were held and Dave
Zilles, Lynn Robinette and Greg Rooks were
elected to serve as co-directors. We discussed
our 2011 meeting schedule as well as talked
about doing a Walk and Roll Event next year for
International Ataxia Awareness Day. Several of
the support group members volunteered at the
NAF Booth at the Atlanta Abilities Expo in
October. This event was very successful and we
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look forward to having it return to Atlanta.
DE/PA Ataxia Support Group
By Christina Rakshys
The DE/PA Support and Information Group’s
meeting on Oct. 23 at the University of
Delaware in Newark was quite a success. There
were 22 guests (11 ataxians) in attendance,
including several first-timers.
Dr. Rob Wilson’s presentation, “Therapeutic
Development for Ataxias: The Friedreich’s
Ataxia Paradigm” was excellent. Through the
use of showing us many slides pertaining to the
research and development for FRDA treatment,
he relayed his message that therapeutics and drug
development are very complex, time-consuming, rule-restrictive and labor-intensive applications. He definitely wowed the audience with
his research know-how. Additionally, he couldn’t speak more highly of the NAF’s research,
support and activities, such as the ataxia registry.
He encouraged ambassadorship of ataxia 

Members of the Greater Atlanta Ataxia Support Group at their Nov. 6 meeting.
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and participation of clinical research (enrollment
of the registry, for starters). (See pages 10-11.)
Our physical therapist presentation by Grace
Keenan was also excellent. In addition to giving
us helpful hints about destabilizing, improving
stability and cardiovascular exercise, she also
mentioned the study at JHH – part of a nationwide study that includes balance issues. One of
the co-leaders, Joe DeCrescenzo, let the audience know that he is a participant in Dr. Sarah
Ying’s SCA2 Natural History Study at Johns
Hopkins. He also informed us that they are still
recruiting for this study. (See page 8.)
We plan to meet again in the Spring of 2011,
and the location of the meeting will most likely
be Hershey Medical Center, Hershey, PA.
Orange County
Ataxia Support Group Update
By Theresa Gonzales and Daniel Navar
The Orange County Ataxia Support Group
meets every other month on the third Saturday
of the month from 1:30 – 4 p.m. at the Orange
Coast Memorial Medical Center.
At all of our meetings this year, massage therapist Terry Solomon and various massage therapy students provided therapeutic massages to all
attendees. On June 19, Rev. Paula Swavely was
our guest speaker. She conducted meditation
exercises with the group to achieve relaxation
and mental fortitude. On Aug. 14, leaders and
some members of OCASG and LAASG met
with NAF representative Lori Shogren to discuss the Annual Membership Meeting (AMM).
The AMM will be held at the Los Angeles
(LAX) Hilton.
On Sept. 25, the Orange County Support
Group collaborated with the Los Angeles
Support Group to host The second annual Walk
n’ Roll for Ataxia Awareness event. This year’s
event was held in honor of Sherri Alexander
(former LAASG member). The event was a
tremendous success: we raised over $38,000
in donations. For more information about the
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Orange County Ataxia Support Group, visit
www.ataxia.org/chapters/OrangeCounty/default.
aspx.
Alabama Ataxia Support Group Update
By Becky Donnelly
The Alabama Ataxia Support Group met Oct.
23 at Covenant Presbyterian Church in Homewood, AL. Our speaker was Dr. Tom Clouse,
a consultant, speaker, and founder of The Voice
for the Impaired at TLC Endeavors, Inc., of
Pensacola, FL. Dr. Clouse presented on how
he has managed his struggles with ataxia for
many years and still walks and continues to play
golf.
He shared with the group his techniques on
continuing a normal routine of daily living and
challenged the group to not be resigned to their
pathology but to be proactive in learning to
adapt better ways to keep active and productive.
The group expressed much interest in Dr.
Clouse’s presentation and his demonstrations.
Dr. Clouse offered private sessions at a later date
to those who were interested.
After the program, the group enjoyed lunch
and fellowship together. The first meeting of
2011 will be Jan. 29.
Denver Ataxia Support Group Update
By Charlotte DePew
Our July meeting had over 20 attendees and
five new members, two of which came from
Albuquerque, NM and Larimer, WY. The
speaker for this meeting was a Financial Advisor
specializing in finance issues for individuals with
disabilities and their families.
The October meeting was attended by 19
ataxians and their family and friends. One member introduced her new service dog which led to
a brief discussion of the resources and process of
getting a service dog. Another member reported
Continued on page 42
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Chapter and Support Group News
Continued from page 41
his experience in being part of an SCA2 study in
Salt Lake City.
Our speaker was a group member with
Friedreich’s ataxia, Natha. She shared her experiences of going to China for four weeks of stem
cell therapy in August. She discussed differences
in cultures, living environments, medical
philosophy, and health care. Natha shared her
knowledge of stem cell therapy and presented
some disadvantages to the program such as cost
(the program had more than $25,000 of
up-front costs), unpredictable outcomes, lack of
follow-up, and more. Two months after her
treatment, Natha has observed subtle improvements, especially in her speech. Since improvement occurs three to six months after treatment,
she will keep us informed of further changes in
her symptoms.
During the October meeting, a volunteer
offered to make an electronic tri-fold informational brochure about the Denver Ataxia Support. It will be presented to NAF for approval
before printing. Several people volunteered to
work on a committee for the first Denver Walk
n’ Roll in 2011.
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Member Benetta Price is publishing her second book: “Love, Tea & Advice from a Dying
Mother.” Her first book, “Life Really Does Go
On,” is about her grieving process for the love of
her life – her late husband. Also, Mike Williams
(who has SCA 3) and a media associate produced
a DVD titled “Stop Motion.” The DVD focuses
on Mike’s coping abilities and how his disease
has impacted his father and their relationship.
Our next meeting is Jan. 15. For the speaker,
the group asked that we have a neurologist who
is knowledgeable on ataxia address what is new
in research and answer questions.
Chicago Area
Ataxia Support Group Update
By Richard Carr
There were at least 43 attending the Sept. 19
meeting of CAASG. The attendance was twice
that of the typical CAASG bi-monthly meetings. The reason for the extraordinary attendance was a presentation by Dr. Christopher
Gomez, Chairman of the Department of Neurology at the University of Chicago. Dr. Gomez
is known world-wide for ataxia research and also
for his clinical practice of ataxia patients.
Dr. Gomez provided a two-hour question 

Members of the Denver Ataxia Support Group at their October meeting.
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and answer session in which questions on
subjects ranging from “how to live better” to
“what’s new in ataxia research” were covered.
We thank Dr. Gomez for addressing our many
thoughts and concerns.
Jonas Cepkauskas also gets a big “thank you”
for his efforts to publicize Dr. Gomez’s presentation. Individuals came from as far away as St.
Louis to attend. Mary Donahue was the volunteer leader of the September meeting. We are
sorry to have to report that one of our members,
Penny Golminas, passed away on Nov. 4. Penny
and her husband, Don, were active members of
the CAASG for many years.
Northern California
Ataxia Support Group Update
By Rebecca Douglass
At our Oct. 9 meeting, Support Group leader
Mike Fernandes opened our quarterly meeting
after our “mix and mingle” time. Announcements were made and lunch was served.
Joanne Loveland was recognized for her
tremendous effort with the Walk n’ Roll, which
we held in September for Ataxia Awareness Day.
She reported that $6,000 was raised for ataxia
research.
Our program for the day was on preventing
falls, a very appropriate subject for all of us. We
were given helpful handouts and a very good
presentation by Alayne Balke from Senior
Outreach Services of Contra Costa County.
Mike announced the upcoming eighth annual
All California Ataxia Research Meeting
(ACARM) will be held on Dec. 12 in Sacramento at the Holliday Inn at 5321 Date Ave. On
Dec. 11 there is a no-host dinner for meeting
attendees. Rooms are available for those wishing
to spend Saturday night. Lunch is included
in the registration fee. Registration forms can
be found in the previous two (Summer and Fall)
issues of Generations. For more information
please contact Joanne Loveland at (925) 7357037 or joanneloveland@gmail.com.

The group’s next meeting is scheduled for
11:30 a.m., Jan. 8, 2011 at Our Savior’s Lutheran
Church, 1035 Carol Lane, Lafayette, CA. Lunch
and program is $7; there is no cost for programonly. Reservations for lunch are required. Please
contact Mike Fernandes for details at (925) 5166906 or fernandesml@comcast.net.
West Central Florida
Ataxia Support Group Update
By Cindy Steever-Ziegler
May meeting – On May 22 Cathy Kirchner
made a phenomenal presentation to the group
on resiliency. Resiliency is the ability to recover
rapidly from an illness, change, and misfortune.
As a wife of an ataxia patient, she had some great
insight for those dealing with ataxia as well as the
caregivers and those associated with individuals
with ataxia. The membership thoroughly enjoyed her presentation and wish for her to speak
again. Our group would like to thank Cathy for
being so willing to bring us all information that
we can use in our daily lives.
We also had a presentation from Jill Jared on
the MOTOmed, a movement therapy system.
This system can be used by individuals who are
confined to a bed, wheelchair, or people with
walking disabilities. The MOTOmed Movement Therapy System – with motor and software
assistance gently moves and loosens your arms
and legs from the comfort of your own wheelchair or bed, anytime that is convenient for you.
One of our members tried this piece of equipment and in only a few minutes could feel how
the therapy assisted in stretching her muscles.
The main thought here is that a little exercise is
much, much better than nothing.
July meeting – During our July meeting, we
were fortunate to have Jeannie Stephenson, P.T.,
M.S., N.C.S., and a Board Certified Specialist in
Neurological Physical Therapy from USF. She
spoke about physical therapy and the importance
Continued on page 44
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schedule — allowing them to share more time
with other individuals with ataxia.
Charlie Kirchner was able to solidify a repreof continuing to use our muscles. One of her
sentative from Dragon Naturally to attend our
assistants, Jillian Sadhi, was also present and they
Jan. 11 meeting. We are asking our members
both stressed the importance of how physical
to invite anyone that may be interested in this
therapy goes beyond the physical capabilities, it
software to attend.
goes beyond into the function of everyday living.
Dr. Theresa Zesiewicz, Director of Research
Jeannie and Jillian are true advocates for people
at USF reported on the success of the Energy Ball
with ataxia and want to do what they can to help.
that USF sponsored with FARA on Aug. 26-28.
They reminded us that physical therapy involves
She was very pleased with the turnout and restrength, motor control, spasticity, muscle tone,
ported that Lynn Walker was doing some studies
balance, and gait. Finding what works for each
and was very positive about finding a possible
individual is of high concern and the main
treatment in the near future. Currently, Dr.
objective of physical therapists.
Zesiewicz is travelling every weekend to followup with individuals participating in the clinical study
that is currently underway.
She has a busy schedule
and is excited and positive
about the potential results
of the study. Our group
sent a memorial donation
to the Frances Zesiewicz
Memorial Fund at USF
to honor Dr. Theresa
Zesiewicz’s mother, who
passed away after a long
battle with Parkinson’s
Members of the Iowa Ataxia Support Group at their summer picnic.
disease.
We were also fortunate to have a representative, Patty, from New Horizon, a service dog
Iowa Ataxia Support Group Update
organization, along with Charlie and his service
By Emily Medina
dog. Charlie showed a slide presentation of how
he utilizes his service dog to have a better quality
This summer we welcomed Dr. Clouse to Des
of life.
Moines to help us walk and move better – and
even to dance! He was here for almost two weeks
September meeting: After lunch at the USF
before heading on to his next destination. Many
Morsani Center on Sept. 11 the support group
people from our support group took advantage
met to discuss ideas for the upcoming year. Since
of this wonderful opportunity, and even though
some of our members live in the middle of the
it was hard (and at times frustrating work), fun
state, we discussed having our meetings on the
was had by all. We waltzed, two-stepped, and
first Saturday of every other month to avoid posdanced our way into the evening. We hosted an
sible conf lict with the Northeast Ataxia Support
outdoor picnic to say a fond farewell to Dr.
Group meetings. Members will benefit with the
❖
Clouse.
option to attend the meeting that best fits their
Chapter and Support Group News
Continued from page 43
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NAF Directory of Chapters,
Support Groups and Ambassadors
The National Ataxia Foundation has a large network of volunteers who serve as support group leaders,
chapter presidents, and ambassadors for our organization. These volunteers help identify important local
resources and professional care for people with ataxia and their families.
If you or a loved one has been newly diagnosed with ataxia, please contact the NAF leader nearest you. If
there is not a group in your area, we encourage you to visit our online social networks. You may also consider starting a support group in your area or becoming an NAF ambassador. If you are interested in these
volunteer positions please contact Lori Shogren of the NAF staff at lori@ataxia.org or (763) 553-0020.
The use of these names and contact information for any purpose other than requesting information regarding
NAF or joining a chapter or support group is strictly prohibited.

Social Networks
NAF BULLETIN BOARD
Moderator – Atilla
ww.ataxia.org/forum/toast.asp
NAF CHAT ROOM
Moderator – Della (blondie.echat@gmail.com)
www.ataxia.org/connect/chat-rooms.aspx
NAF FACEBOOK GROUP
www.facebook.com/group.php?gid=93226257641
NAF FACEBOOK CAUSES
www.causes.com/causes/368602?m=71bb3202&
recruiter_id=52877151
NAF FACEBOOK FANS
www.facebook.com/lshogren?ref=profile#!/pages/
National-Ataxia-Foundation/227766109304

Chapters, Support Groups
and Ambassadors
— ALABAMA —
ALABAMA SUPPORT GROUP LEADER
Becky Donnelly
Hoover, AL
(205) 987-2883
E-mail: donnelly6132b@aol.com
www.ataxia.org/chapters/Birmingham/default.aspx
AMBASSADORS
Millard H. McWhorter III
Andalusia, AL
(334) 222-3423
E-mail: millard@alaweb.com
www.ataxia.org/chapters/MillardMcWhorter/default.aspx
Dianne Blain Williamson
Hazel Green, AL
(256) 828-4858
E-mail: diannebw@aol.com
www.ataxia.org/chapters/DianneWilliamson/default.aspx

— ARKANSAS —
AMBASSADORS
Judy and David King

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

— ARIZONA —
PHOENIX AREA SUPPORT GROUP LEADERS
Rita Garcia
Chandler, AZ
(480) 726-3579
E-mail: rtg22@cox.net
www.ataxia.org/chapters/Phoenix/default.aspx
Mary Fuchs
Sun Lakes, AZ
(480) 883-7633
E-mail: mary11115@msn.com
www.ataxia.org/chapters/Phoenix/default.aspx
TUCSON AREA SUPPORT GROUP LEADER
Bart Beck
Tucson, AZ
(520) 885-8326
E-mail: bbeck15@cox.net
www.ataxia.org/chapters/Tucson/default.aspx

— CALIFORNIA —
LOS ANGELES AREA SUPPORT GROUP LEADER
Sherry McLaughlin
Altadena, CA
(626) 791-1558
E-mail: ccherilynmc@yahoo.com Web: http://laasg-ca.info
www.ataxia.org/chapters/LosAngeles/default.aspx
N. CALIFORNIA AREA SUPPORT GROUP LEADER
Mike Fernandes
Brentwood, CA
(925) 516-6906
E-mail: fernandesml@comcast.net
www.ataxia.org/chapters/NorthernCalifornia/default.aspx
ORANGE COUNTY AREA SUPPORT GROUP LEADER
Daniel Navar
Montebello, CA
(323) 788-7751
E-mail: dnavar@ucla.edu

Continued on page 46
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NAF Directory
Continued from page 45
www.ataxia.org/chapters/OrangeCounty/default.aspx
SAN DIEGO AREA SUPPORT GROUP LEADER
Earl McLaughlin
El Cajon, CA
(619) 447-3753
E-mail: sdasg@cox.net (Earl: emclaugh@cox.net)
www.ataxia.org/chapters/SanDiego/default.aspx
AMBASSADORS
Mike Betchel
Clovis, CA
(559) 281-9188
E-mail: mike_betchel@yahoo.com
www.ataxia.org/chapters/mike/default.aspx
Barbara Bynum
Merced, CA
(209) 383-1275
E-mail: bjb@vtlnet.com
www.ataxia.org/chapters/BarbaraBynum/default.aspx
Deborah Omictin
Hayward, CA
(510) 783-3190
E-mail: rsisbig@aol.com
www.ataxia.org/chapters/DeborahO/default.aspx

— COLORADO —
DENVER AREA SUPPORT GROUP LEADER
Charlotte DePew
Aurora, CO
(720) 379- 6887
E-mail: cldepew77@comcast.net
www.ataxia.org/chapters/Denver/default.aspx

— CONNECTICUT —
TRI-STATE SUPPORT GROUP LEADER
Denise Mitchell
(212) 844-8711
E-mail: markmeghan@aol.com
www.ataxia.org/chapters/Tri-State/default.aspx
AMBASSADOR
Terre Di Placito
Torrington, CT
(860) 489-5092
www.ataxia.org/chapters/TerreDiPlacito/default.aspx

— DELAWARE —
DE AND PA SUPPORT GROUP LEADERS
Joseph DeCrescenzo
Newark, DE
(302) 369-9287
E-mail: jdecr@comcast.net
www.ataxia.org/chapters/Rakshys/default.aspx
Christina Rakshys
Allentown, PA
(610) 395-6905
E-mail: rakshys@ptd.net
www.ataxia.org/chapters/Rakshys/default.aspx

— FLORIDA —

NORTHEAST FLORIDA SUPPORT GROUP LEADERS
Steve & Carole Brown
Ocala, FL
(352) 591-5095
E-mail: Bike4brown@aol.com
Wayne & Ann Mayo
St. Augustine, FL
(904) 471-4579
E-mail: annwaynemayo@bellsouth.net
John & Sherri Richwine
Jacksonville, FL
(904) 996-0699
E-mail: sirichwine@aol.com
www.ataxia.org/chapters/NortheastFlorida/default.aspx
WEST CENTRAL FLORIDA SUPPORT GROUP LEADER
Cindy Steever-Ziegler
Bonita Springs, FL
(239) 878-3092
E-mail: csteever@msn.com
www.ataxia.org/chapters/TampaBay/default.aspx
AMBASSADORS
Eleanor Daly
Delray Beach, FL
(561) 272-9615
E-mail: elle175@msn.com
Jim Henderson
Orlando, FL
(407) 568-9092
E-mail: jamesone24@aol.com
www.ataxia.org/chapters/JimHenderson/default.aspx
Meghan McBrearty
Tallahassee, FL
(850) 656-9597
E-mail: megra10@hotmail.com
www.ataxia.org/chapters/McBrearty/default.aspx

— GEORGIA —
GREATER ATLANTA SUPPORT GROUP LEADERS
Lynn Robinette
Lawrenceville, GA
(770) 982-0275
E-mail: lynn.robinette@comcast.net
www.ataxia.org/chapters/Atlanta/default.aspx
Greg Rooks
Atlanta, GA
(404) 822-7451
E-mail: rooksgj@yahoo.com
Dave Zilles
Atlanta, GA
(770) 399-6710
E-mail: dzilles@earthlink.net
AMBASSADOR
Kristie Adams
Savannah, GA
E-mail: opal1011@comcast.net
www.ataxia.org/chapters/KristieAdams/default.aspx

— ILLINOIS —
GREATER CHICAGO AREA SUPPORT GROUP LEADER
Richard Carr

Mount Prospect, IL
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(847) 253-2920
E-mail: caasg@comcast.net
www.ataxia.org/chapters/Chicago/default.aspx
METRO AREA CHICAGO SUPPORT GROUP LEADER
Christopher Marsh
Chicago, IL
(773) 334-1667
E-mail: cmarsh34@ameritech.net
http://health.groups.yahoo.com/group/u_r_notalone/
www.ataxia.org/chapters/ChrisMarsh/default.aspx
AMBASSADOR
Elaine Darte
Belleville, IL
(618) 397-3259
E-mail: elainedarte@yahoo.com
www.ataxia.org/chapters/SouthernIllinois/default.aspx

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

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

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

— MAINE —
MAINE SUPPORT GROUP LEADER
Kelley Rollins
Bowdoinham, ME
E-mail: rollins@gwi.net
www.ataxia.org/chapters/Maine/default.aspx

— MARYLAND —
CHESAPEAKE CHAPTER PRESIDENT
Carolyn Davis
Vienna, VA
(703) 759-2008
E-mail: ccnafpres@gmail.com
www.ataxia.org/chapters/Chesapeake/default.aspx
JOHNS HOPKINS ATAXIA SUPPORT GROUP LEADER
Jill Detherage
Baltimore MD
(410) 614-6577
E-mail: jdether1@jhmi.edu
www.ataxia.org/chapters/JHASG/default.aspx
AMBASSADOR

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

— MASSACHUSETTS —
NEW ENGLAND SUPPORT GROUP LEADERS
Donna and Richard Gorzela
Andover, MA
(978) 475-8072
www.ataxia.org/chapters/NewEngland/default.aspx

— MICHIGAN —
Detroit Area Support Group Leader
Tanya Tunstull
Detroit, MI
(313) 736-2827
E-mail: tinyt48221@yahoo.com
www.ataxia.org/chapters/Detroit/default.aspx
WESTERN MICHIGAN SUPPORT GROUP LEADER
Lynn K. Ball
Grand Rapids, MI
(616) 735-2303
E-mail: lynnkball@aol.com
www.ataxia.org/chapters/LynnBall/default.aspx

— MINNESOTA —
TWIN CITIES AREA SUPPORT GROUP LEADER
Lenore Healey Schultz
Minneapolis, MN
(612) 724-3784
E-mail: schultz.lenore@yahoo.com
www.ataxia.org/chapters/TwinCities/default.aspx
AMBASSADORS
Lori Goetzman
Rochester, MN
(507) 282-7127
E-mail: blainegoetz@copper.net
www.ataxia.org/chapters/LoriGoetzman/default.aspx
JULIE SCHUUR
Luverne, MN
(507) 283-2555
E-mail: jschuur@iw.net
www.ataxia.org/chapters/JulieSchuur/default.aspx

— MISSISSIPPI —
MISSISSIPPI CHAPTER PRESIDENT
Camille Daglio
Hattiesburg, MS
E-mail: daglio1@bellsouth.net
www.ataxia.org/chapters/Mississippi/default.aspx

— MISSOURI —
KANSAS CITY SUPPORT GROUP LEADERS
Jim Clark
Gladstone, MO
(816) 468-7260
E-mail: clarkstone9348@sbcglobal.net
www.ataxia.org/chapters/KansasCity/default.aspx

Continued on page 48
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Continued from page 47
Lois Goodman
Independence, MO
(816) 257-2428
www.ataxia.org/chapters/KansasCity/default.aspx
AMBASSADORS
Roger Cooley
Columbia, MO
(573) 474-7232 before noon
E-mail: rogercooley@mediacombb.net
www.ataxia.org/chapters/RogerCooley/default.aspx
Susan L. Strode, PhD
Jefferson City, MO
(573) 659-4759
E-mail: addressdrsusie@embarqmail.com
Web: www.dr-susie.com

— NEW JERSEY —
TRI-STATE SUPPORT GROUP LEADER
Denise Mitchell
(212) 844-8711
E-mail: markmeghan@aol.com
www.ataxia.org/chapters/Tri-State/default.aspx

— NEW YORK —
CENTRAL NEW YORK SUPPORT GROUP LEADER
Linda Johnson
Cazenovia, NY
E-mail: johnsons@summitsolutions.net
www.ataxia.org/chapters/CentralNewYork/default.aspx
TRI-STATE SUPPORT GROUP LEADER
Denise Mitchell
(212) 844-8711
E-mail: markmeghan@aol.com
www.ataxia.org/chapters/Tri-State/default.aspx
AMBASSADOR
Valerie Ruggiero
Fishkill, NY
(845) 897-5632
E-mail: vrabsolutely@aol.com
www.ataxia.org/chapters/ValerieRuggiero/default.aspx

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

— OHIO —
AMBASSADORS
Joe Miller
Mesopotamia, OH
(440) 693-4454
E-mail: kakah@windstream.net
www.ataxia.org/chapters/JoeMiller/default.aspx
Jennifer Mueller
Cincinnati, OH

(513) 834-7002
E-mail: jenmu@yahoo.com
www.ataxia.org/chapters/JenniferM/default.aspx
Cecelia Urbanski
Mentor, OH
(440) 255-8284
E-mail: wurbanski@oh.rr.com
www.ataxia.org/chapters/CentralOhio/default.aspx

— OKLAHOMA —
OKLAHOMA SUPPORT GROUP LEADER
Darrell Owens
Bartlesville, OK
(918) 331-9530
E-mail: droopydog36@hotmail.com
www.ataxia.org/chapters/DarrellOwens/default.aspx
AMBASSADOR
Mark Dvorak
Norman, OK
(405) 447-6085
E-mail: czechmarkmhd@yahoo.com
www.ataxia.org/chapters/Ambassador/default.aspx

— OREGON —
WILLAMETTE VALLEY SUPPORT GROUP LEADER
Ivy Stilwell, CCC-SLP
Albany, OR
(541) 812-4162 Fax: (541) 812-4614
E-mail: istilwell@samhealth.org
www.ataxia.org/chapters/Willamette/default.aspx

— PENNSYLVANIA —
SOUTHEAST PENNSYLVANIA SUPPORT GROUP LEADER
Liz Nussear
(610) 272-1502
E-mail: lizout@aol.com
www.ataxia.org/chapters/SEPennsylvania/default.aspx
PA AND DE SUPPORT GROUP LEADERS
Joseph DeCrescenzo
Newark, DE
(302) 369-9287
E-mail: jdecr@comcast.net
www.ataxia.org/chapters/Rakshys/default.aspx
Christina Rakshys
Allentown, PA
(610) 395-6905
E-mail: rakshys@ptd.net
www.ataxia.org/chapters/Rakshys/default.aspx
AMBASSADOR
Dale Rummel
Glenshaw, PA
(412) 487-7312
E-mail: dgrummel@psualum.com
or dgrummel@comcast.net
www.ataxia.org/chapters/Dale/default.aspx

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

— TENNESSEE —
NASHVILLE AREA SUPPORT GROUP LEADER
Vicki Tyler
Nashville, TN
(615) 646-3024
E-mail: tylerv2@comcast.net
www.ataxia.org/chapters/VickiTyler/default.aspx

— TEXAS —
CENTRAL TEXAS SUPPORT GROUP LEADER
Linda Crawley
Liberty Hill, TX
(512) 635-9478
E-mail: calebsnana2@msn.com or linda@joethell.com
www.ataxia.org/chapters/Linda/default.aspx
HOUSTON AREA SUPPORT GROUP LEADER
Angela Cloud
Houston, TX
(281) 693-1826
E-mail: angelahcloud@aol.com
www.ataxia.org/chapters/Houston/default.aspx
NORTH TEXAS SUPPORT GROUP LEADER
David Henry Jr.
Trophy Club, TX
E-mail: cheve11e@sbcglobal.net
(817) 491-4573
www.ataxia.org/chapters/NorthTexas/default.aspx
AMBASSADOR
Dana LeBlanc
Orange, TX
(409) 883-5570
E-mail: tilessal@yahoo.com
Web: http://ladyd1973.tripod.com/index.html
www.ataxia.org/chapters/GoldenTriangle/default.aspx

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

— VIRGINIA —
CHESAPEAKE CHAPTER PRESIDENT
Carolyn Davis
Vienna, VA
(703) 759-2008
E-mail: ccnafpres@gmail.com
www.ataxia.org/chapters/Chesapeake/default.aspx
AMBASSADORS
Donna Ring
St. Stephens Church, VA
(804) 769-3983
E-mail: ringwh@peoplepc.com
www.ataxia.org/chapters/Ring/default.aspx
Dick Sargent
Springfield, VA
(703) 321-9143

E-mail: dcksrgnt9@aol.com
www.ataxia.org/chapters/DickSargent/default.aspx

— WASHINGTON —
SEATTLE AREA SUPPORT GROUP LEADER
Milly Lewendon
Kirkland, WA
(425) 823-6239
E-mail: ataxiaseattle@comcast.net
www.ataxia.org/chapters/Seattle/default.aspx
AMBASSADOR
Linda Jacoy
Spokane, WA
(509) 482-8501
E-mail: linda4727@hotmail.com
www.ataxia.org/chapters/Spokane/default.aspx

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

— CANADA —
AMBASSADORS
Susan M. Duncan
Ottawa, Ontario
(613) 820-7990
E-mail: smduncan1@sympatico.ca
www.ataxia.org/chapters/SusanDuncan/default.aspx
Prentis Clairmont
Ottawa, Ontario
(613) 864-8545
E-mail: prentis.clairmont@qmail.com
www.ataxia.org/chapters/PrentisClairmont/default.aspx
Terry Greenwood
Winnipeg, Manitoba
(204) 488-4155
E-mail: wpgmagic@shaw.ca
www.ataxia.org/chapters/TerryGreenwood/default.aspx

— INDIA —
INDIA ATAXIA SUPPORT GROUP LEADER
Chandu Prasad George. CH,
Secunderabad, India
Phone: 0091-040-27961269
Mobile: 0091-9949019410 Fax: 091-040-27971043
E-mail: sam_ataxiaindia@yahoo.com
www.ataxia.org/chapters/Chandu/default.aspx
AMBASSADOR
Abhinav Kedia
Haryana, India
Phone: 0091-0180-2681157
Mobile: 0091-0-9466355238
E-mail: kedia.abhinav@gmail.com
www.ataxia.org/chapters/AbhinavKedia/default.aspx
❖
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Calendar of Events
The most current event information is available on the NAF website, www.ataxia.org.

Saturday, January 8, 2011
Central Texas Ataxia Support Group Meeting
Meets the first Saturday of every other month
from 11 a.m. to 1:30 p.m. at the Dell Children’s
Medical Center of Central TX, 4900 Mueller Blvd.,
Austin, TX. We will meet in Central Conference
Room 4E 031 A&B (located between 4N&4C) on
the 4th floor. The medical Center’s main number
is (512) 324-0000. For more information please
contact Linda Crawley at (512) 635-9478 or calebsnana2@msn.com. www.ataxia.org/chapters/Linda/
default.aspx
Los Angeles Area Ataxia Support Group Meeting
2 – 4 p.m. Annual Planning Meeting. We meet the
second Saturday of every other month. For meeting location and general information, contact
Sherry McLaughlin at (626) 791-1558 or ccherilynmc@yahoo.com. www.ataxia.org/chapters/Los
Angeles/default.aspx
North Texas Ataxia Support Group Meeting
The group meets the second Saturday of every
month from 10 a.m. to noon at the Las Colinas
Cancer Center located at 7415 Las Colinas Blvd.,
Irving TX. Parking is free and the building is handicap accessible. We meet in the front lobby of the
Las Colinas Cancer Center; it is a one-story building behind the Regions Bank. For additional
information please contact David Henry Jr. at
cheve11e@sbcglobal.net. Please check the group’s
web page for updates. www.ataxia.org/chapters/
NorthTexas/default.aspx
Northern California
Ataxia Support Group Meeting
The Northern California Ataxia Support Group,
(NCASG) meets quarterly on the second Saturday
of the month from 11:30 a.m. to 3:30 p.m. at Our
Savior’s Lutheran Church in Lafayette, CA. For
more information contact Mike Fernandes at
(925) 516-6906 or fernandesml@comcast.net.
www.ataxia.org/chapters/NorthernCalifornia/
default.aspx
San Diego Ataxia Support Group Meeting
1 p.m. – 3 p.m. at Sharp Rehabilitation Center,
2999 Health Center Dr. on the East side of Hwy
163 between Genessee Ave. and Mesa College
Dr. behind Sharp Memorial Hospital. Plenty of free
parking. For more information contact Earl
McLaughlin at (619) 447-3753 or sdasg@cox.net.

www.ataxia.org/chapters/SanDiego/default.aspx
Southeast PA Ataxia Support Group Meeting
10 a.m. – 11:30 a.m. on the second Saturday at
Mercy Suburban Hospital, Walkup Room 2nd floor
followed by lunch at Applebee’s across the street.
ATTENDEES MUST RSVP to Liz Nussear by the
Friday before the meeting at (610) 272-1502 or
lizout@aol.com. www.ataxia.org/chapters/SEPenn
sylvania/default.aspx
West Central FL Ataxia Support Group Meeting
Noon – 3 p.m. at the USF Morsani Center, 3000
Medical Park Dr. (MDC 25) Tampa, FL. Presentation from Dragon Naturally Speaking. Bring
anybody you know that may be interested in this
product! For more information please contact
Cindy Steever-Ziegler at (239) 878-3092 or
csteever@msn.com. www.ataxia.org/chapters/
TampaBay/default.aspx

Wednesday, January 12, 2011
Willamette Valley Ataxia Support Group Meeting
11:30 a.m. – 1 p.m. on the second Wednesday of
every month at Albany General Hospital, 1046
6th Ave. SW, Albany, OR. For more information
please contact Ivy Stilwell at (541) 812-4162 or
istilwell@samhealth.org. www.ataxia.org/chapters/
Willamette/default.aspx

Thursday, January 13, 2011
Tri-State Ataxia Support Group Meeting
6 p.m. – 8 p.m. at Beth Israel, Phillips Ambulatory Care Center (PACC), usually 5th floor conference rooms, 10 Union Square, New York, NY.
For more information contact Denise Mitchell at
(212) 844-8711 or markmeghan@aol.com. www.
ataxia.org/chapters/Tri-State/default.aspx

Saturday, January 15, 2011
Denver Area Ataxia Support Group Meeting
1 p.m. – 4 p.m. at Swedish Medical Center, 501
E. Hampden Ave., Englewood, CO in meeting room
Spruce A & B. For more information please
contact Charlotte Depew at (720) 379-6887 or
cldepew77@comcast.net. www.ataxia.org/chapters/
Denver/default.aspx
Twin Cities Ataxia Support Group Meeting
10 a.m. every third Saturday of the month at the
Presbyterian Homes of Roseville at 1910 West
County Road D, Roseville, MN 55112. For more 
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information contact Lenore Healey Schultz at
schultz.lenore@yahoo.com. www.ataxia.org/chapters/
TwinCities/default.aspx

Saturday, January 22, 2011
First Annual Rock n’ Roll Benefit for Ataxia
8 p.m. – 1 a.m. at the Canal Club, 1545 East
Cary St., Richmond, VA. Join us for music, raffle
prizes, and family fun! Featuring LIVE local band
favorites: Reverend D-Ray and The Shockers,
3 Bad Men and Before the Machine. For more
information contact Tracy Holcombe at (804) 9213724 or tckorn@yahoo.com. To purchase tickets
in advance, please visit www.thecanalclub.com.
Maine Ataxia Support Group Holiday Gathering
Noon – 3 p.m. at Captain Newicks in South Portland. For more information contact Kelley Rollins
at rollins@gwi.net. www.ataxia.org/chapters/Maine/
default.aspx
Nashville Area Support Group Meeting
2 p.m. at Amerigo’s Restaurant – Coolsprings,
1656 Westgate Circle, Brentwood, TN. For more
information contact Vicki Tyler at (615) 646-3024
or tylerv2@comcast.net. www.ataxia.org/chapters/
VickiTyler/default.aspx

Saturday, January 29, 2011
Alabama Ataxia Support Group Meeting
10 a.m. – 2 p.m. at Covenant Presbyterian Church
in Homewood, AL. For more information please
contact Becky Donnelly at (205) 987-2883 or
donnelly6132B@aol.com. www.ataxia.org/chapters/
Birmingham/default.aspx

Saturday, February 5, 2011
Greater Atlanta Ataxia Support Group Meeting
1 p.m. at Emory Center for Rehabilitation Medicine, 1441 Clifton Rd., Rm 101, Atlanta, GA. For
more information contact Dave Zilles at (770)
399-6710 or dzilles@earthlink.net. www.ataxia.org/
chapters/Atlanta/default.aspx

Wednesday, February 9, 2011
Willamette Valley Ataxia Support Group Meeting
11:30 a.m. – 1 p.m. on the second Wednesday of
every month at Albany General Hospital, 1046
6th Ave. SW, Albany, OR. For more information
please contact Ivy Stilwell at (541) 812-4162 or
istilwell@samhealth.org. www.ataxia.org/chapters/
Willamette/default.aspx

1 p.m. at the Arizona Bridge to Independent
Living & Disability Empowerment Center (ABILDEC) Conference Room with speaker Dr. Larry
Schut. For more information and directions
contact Rita Garcia (480) 726-3579 or Mary
Fuchs (480) 883-7633. www.ataxia.org/chapters/
Phoenix/default.aspx
Kansas City Area Ataxia Support Group Meeting
2 p.m. – 4 p.m. the second Saturday every other
month at the Northeast Library, 6000 Wilson Rd.,
Kansas City, MO. For more information contact
Lois Goodman at (816) 257-2428 or Jim Clark at
(816) 468-7260 or clarkstone9348@sbcglobal.net.
www.ataxia.org/chapters/KansasCity/default.aspx
North Texas Ataxia Support Group Meeting
The group meets the second Saturday of every
month from 10 a.m. to noon at the Las Colinas
Cancer Center located at 7415 Las Colinas Blvd.,
Irving TX. Parking is free and the building is handicap accessible. We meet in the front lobby of the
Las Colinas Cancer Center; it is a one-story building behind the Regions Bank. For additional
information please contact David Henry Jr. at
cheve11e@sbcglobal.net. Please check the group’s
web page for updates. www.ataxia.org/chapters/
NorthTexas/default.aspx
Northeast Florida Ataxia Support Group Meeting
1:30 p.m. at Baptist Hospital South. Directions:
From I -95, take exit 335 which is Old St. Augustine Rd. Go East. Follow the signs to the hospital.
We are less than a 1/2 mile off of the interstate.
Directions to the conference rooms from the main
entrance: Come in the main entrance and make
a right. Go past the first hallway on the left and
the Azalea, Begonia and Camellia conference
rooms will be the next doors. All meetings will be
in the Azalea and Begonia rooms. For more information contact Ann Mayo at annwaynemayo@bell
south.net or (904) 471-4579. www.ataxia.org/
chapters/NortheastFlorida/default.aspx
Seattle Area Ataxia Support Group Meeting
Walk n’ Roll Planning Meeting – Meeting will be
held in Kirkland, WA. For more information contact Milly Lewendon at (425) 823-6239 or ataxia
seattle@comcast.net. www.ataxia.org/chapters/
Seattle/default.aspx

Saturday, February 19, 2011
Orange County Ataxia Support Group Meeting
Meets on the third Saturday of every other month

Saturday, February 12, 2011
Arizona Ataxia Support Group Meeting

Continued on page 52
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Continued from page 51
from 1:30 p.m. to 4 p.m. at the Orange Coast
Memorial Medical Center (Breast Center Blg.,
Room 1A), 9900 Talbert Ave., Fountain Valley, CA.
For more information contact Daniel Navar at
dnavar@ucla.edu. www.ataxia.org/chapters/Orange
County/default.aspx
Twin Cities Ataxia Support Group Meeting
10 a.m. every third Saturday of the month at the
Presbyterian Homes of Roseville at 1910 West
County Road D, Roseville, MN 55112. For more
information contact Lenore Healey Schultz at
schultz.lenore@yahoo.com. www.ataxia.org/chapters/
TwinCities/default.aspx

Saturday, March 5, 2011
Central Texas Ataxia Support Group Meeting
Meets the first Saturday of every other month
from 11 a.m. to 1:30 p.m. at the Dell Children’s
Medical Center of Central TX, 4900 Mueller Blvd.,
Austin, TX. We will meet in Central Conference
Room 4E 031 A&B (located between 4N&4C) on
the 4th floor. The medical Center’s main number
is (512) 324-0000. For more information please
contact Linda Crawley at (512) 635-9478 or calebsnana2@msn.com. www.ataxia.org/chapters/Linda/
default.aspx

Sunday, March 6, 2011
San Diego Ataxia Support Group Pizza Party
4 p.m. – 7 p.m. at Round Table. For more information contact Earl McLaughlin at (619) 4473753 or sdasg@cox.net. www.ataxia.org/chapters/
SanDiego/default.aspx

Wednesday, March 9, 2011
Willamette Valley Ataxia Support Group Meeting
11:30 a.m. – 1 p.m. on the second Wednesday of

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 a
great benefit to those with ataxia. Please
give as generously as you can.

Winter 2010-11

every month at Albany General Hospital, 1046
6th Ave. SW, Albany, OR. For more information
please contact Ivy Stilwell at (541) 812-4162 or
istilwell@samhealth.org. www.ataxia.org/chapters/
Willamette/default.aspx

Thursday, March 10, 2011
Tri-State Ataxia Support Group Meeting
6 p.m. – 8 p.m. at Beth Israel, Phillips Ambulatory Care Center (PACC), usually 5th floor conference rooms, 10 Union Square, New York, NY.
For more information contact Denise Mitchell at
(212) 844-8711 or markmeghan@aol.com. www.
ataxia.org/chapters/Tri-State/default.aspx

Saturday, March 12, 2011
Los Angeles Area Ataxia Support Group Meeting
2 p.m. – 4 p.m. Pre-AMM Meeting. We meet the
second Saturday of every other month. For meeting location and general information, contact
Sherry McLaughlin at (626) 791-1558 or ccherilynmc@yahoo.com. www.ataxia.org/chapters/Los
Angeles/default.aspx
North Texas Ataxia Support Group Meeting
The group meets the second Saturday of every
month from 10 a.m. to noon at the Las Colinas
Cancer Center located at 7415 Las Colinas Blvd.,
Irving TX. Parking is free and the building is handicap accessible. We meet in the front lobby of the
Las Colinas Cancer Center; it is a one-story building behind the Regions Bank. For additional
information please contact David Henry Jr. at
cheve11e@sbcglobal.net. Please check the group’s
web page for updates. www.ataxia.org/chapters/
NorthTexas/default.aspx
Southeast PA Ataxia Support Group Meeting
10 a.m. – 11:30 a.m. on the second Saturday at
Mercy Suburban Hospital, Walkup Room 2nd floor
followed by lunch at Applebee’s across the street.
ATTENDEES MUST RSVP to Liz Nussear by the
Friday before the meeting at (610) 272-1502 or
lizout@aol.com. www.ataxia.org/chapters/SEPenn
sylvania/default.aspx
West Central FL
Ataxia Support Group Annual Picnic
Noon – 4 p.m. Location to be determined. For
more information please contact Cindy SteeverZiegler at (239) 878-3092 or csteever@msn.com.
www.ataxia.org/chapters/TampaBay/default.aspx

Thursday, March 17, 2011
The 54th NAF Annual Membership Meeting
March 17- 20 at Hilton LAX, Los Angeles, 
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Twin Cities Ataxia Support Group Meeting
10 a.m. every third Saturday of the month at the
Presbyterian Homes of Roseville at 1910 West
County Road D, Roseville, MN 55112. For more
information contact Lenore Healey Schultz at
schultz.lenore@yahoo.com. www.ataxia.org/chapters/
TwinCities/default.aspx

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

Sunday, March 20, 2011

Wednesday, April 13, 2011

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 Richard Carr at
(847) 253-2920 or caasg@aol.com. www.ataxia.
org/chapters/Chicago/default.aspx

Willamette Valley Ataxia Support Group Meeting
11:30 a.m. – 1 p.m. on the second Wednesday of
every month at Albany General Hospital, 1046
6th Ave. SW, Albany, OR. For more information
please contact Ivy Stilwell at (541) 812-4162 or
istilwell@samhealth.org. www.ataxia.org/chapters/
Willamette/default.aspx

CA. www.ataxia.org/pdf/2011_AMM_Information.pdf

Saturday, March 19, 2011

Saturday, March 26, 2011
28th Annual NAF
Chesapeake Chapter Medical Meeting
Theatre-Arts Auditorium, Montgomery College,
51 Mannakee Street, Rockville, MD. Keynote
speaker: Dr. Henry Paulson. For more information,
contact Carolyn Davis at ccnafpres@gmail.com or
(703) 759-2008. www.ataxia.org/chapters/Chesa
peake/default.aspx
Detroit Area Support Group Meeting
11 a.m. – 3 p.m. at the Muscular Dystrophy Association, 6223 Canton Center Dr., Suite 201,
Canton, MI. For more information contact Tanya
Tunstull at (313) 736-2827 or tinyt48221@yahoo.
com. www.ataxia.org/chapters/Detroit/default.aspx

Saturday, April 9, 2011
Kansas City Area Ataxia Support Group Meeting
2 p.m. – 4 p.m. the second Saturday every other
month at the Northeast Library, 6000 Wilson Rd.,
Kansas City, MO. For more information contact
Lois Goodman at (816) 257-2428 or Jim Clark at
(816) 468-7260 or clarkstone9348@sbcglobal.net.
www.ataxia.org/chapters/KansasCity/default.aspx
North Texas Ataxia Support Group Meeting
The group meets the second Saturday of every
month from 10 a.m. to noon at the Las Colinas
Cancer Center located at 7415 Las Colinas Blvd.,
Irving TX. Parking is free and the building is handicap accessible. We meet in the front lobby of the
Las Colinas Cancer Center; it is a one-story building behind the Regions Bank. For additional
information please contact David Henry Jr. at
cheve11e@sbcglobal.net. Please check the group’s

Friday, April 15, 2011
Abilities Expo – Los Angeles
April 15 -17 at Los Angeles Convention Center.
www.abilitiesexpo.com
❖

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
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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 2010 through October 2010. 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.
Peter Agostini
Crystal Allsopp
Linda Anderson
Leroy Atwell
Erica Baldwin
Patrick Barker
Michael Baron
Sharon Baggett
Bill Bassett
Lani Bassett
Dean Bastion
Tereess Bastion
Angela Brown
David Brunke
Cletus Brunnert
Doug Brunnert
Kim Brunnert
Bob Burman
Edward Burman
Jim Burman
J.C. Coyler
Eric Canter
Courtney Cardinal
Pamba Carolan
Richard Chin
Milan Cloud

Patricia Cooper
Elsa Copado
Barbara Cornelius
Kenneth Counard
Elizabeth Cox
Ralph Cullen
Betty Damp
Bill Davis
Cathy Davis
Jeannette Davis
Cindy DeMint
Tim DeMint
Carter Denison
Marika Devan
Linda Donaldson
Rick Donnelly
Frederick Donnelly, Jr.
Barbara Doogan
Olivia Douglass
Alice Dryden
Joel Dryden
Aaron Duque
Ronald Eakins
Shirley Even
Joseph Falcon
Katherine Falcon

Trinity Falk
Kevin Fambrough
Larry Federspiel
Doris Forman
Ann Foster
Lisa Fountain
Julie Frenz
Peggy Furton
Roger Furton
John Gannon
Dana Garcia
Jesus Garcia
David Gladden
Carla Gnitzcavich
Christopher Golden
Tanya Goldman
Joseph Golminas
Golminas Family
Penny Golminas
Theresa Gonzales
Robin Goyer
Terrence Granahan
Paschal Guercio
Joy Hair
Jack Halstead
Michael Halderman

James Hankins
Jim Hankins
Shirley Hanks
Cindy Harper
Dave Harper
Carolyn Harris
Barbara Hartman
Carl Haukos
Joan Hay
Jesse Hayes
Sandra Haynes
Lenore Healey-Schultz
Jeffrey Helman
Michael Helman
David Henry, Jr.
John Hess
Sophi Hess
Richard Hinman
Ava Hirschsohn
Sherry Hong
Corky Howell
Sidney Howell
Jordan Hubbard
Sydney Hubbard
Howard Hunnius

John J. Underwood

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 selfless commitment in
helping others.
Over the years these individuals 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 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.
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Paul J. Cirillo
Alejandra Jacobo
Jane Jaffe
Lisa Jaffe
Everett Johnson
Clarence Jones
Randall Jurasek
Barbara Kaffke
Keiko Kain
Mary Kime
Ian Kinsman
Charlie Kirschner
Patricia Kochanek
Allen Koester
Sherrie Kowatch
Amy LaPorte
Tiffany Lassin
Johna Leidholt
Charlotte Levin
Milly Lewendon
Tony Lewendon
Nicola Lombardo
Joanne Loveland
David P. Lowsley
David W. Lowsley
Scott Quinn
William Madrid
Helen Magnuson
Clarence Marsh
Georgia Martin
Brent Masserant
Fiona May
Shay McAvoy
Suzanne McAvoy
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Charley McLaughlin
Cherilyn McLaughlin
Earl McLaughlin, Jr.
Frederick McNeilly
Linda Meier
Reggie Mellon
Paul Miller
Rabon Miller
Tiffany Miller
Ellen Moetsch
Alfredo Moran
Dolores Morello
Lora Morn
William Morrison
Christen Munn
Lisa Naaktgeboren
Tribute Name
Daniel Navar
Jennifer Nelson
Linda Nicholson
John Norton
John Ober
Deborah Omictin
John Ondracek
Irene Ophoven
Chad Orcutt
Aprille Ostert
Laura Owens
Catherine Partilla
Ginger Peet
Gabriella Penaloza
Raquel Peters
Jeanette Pinkney
Jay Pledger

Happy New Year
from everyone at
the NAF Office!
Julie Braun, Sue Hagen,
Mike Parent, Lori Shogren,
Jan Stewart and Liz Werner

Eric Pogulis
Ikue Pollak
Rita Powell-Lobascio
Keiko Quan
Scott Quinn
Rolando Ramos
Bill Ramsey
Ronald Randol
Charity Ranger
Darryn Ray
Robert Reed
Sharon Regalado
Sherri Richwine
Janet Riley
Sue Roberts
Suzanne Roberts
David Robinson
James Russett
Leo Ryan
Sheryl Sad
Kerstin Safari
Donald Santa Croce
Kenneth Saunders
Josephina
Schembre-McCabe
Mary Schmidt
John Schnobrich
Kathleen Schnobrich
Clara Schultz
Craig Schwartz
Laura Schwartz
Melissa Sealy
Derek Semler
Cheryl Serge

Page 55
Rebecca Sernick
Kevin Shannon
Lori Shogren
Henry Skala, Jr.
Apryl Smith
Willa Snyder
Leon Spears
Grant Stahl
Rachel Sutton
Joe Sweeney
Mike Sweeney
Tom Sweeney
Wendy Sweeney
William Sweeney
Pamela Taylor
Joe Thell
Darlene Thell
Jennifer Thigpen
Homer Thomas
Patricia Tobias
Bonnie Tucker
Tanya Tunstull
Kim Tyrrell
John Underwood
Mildred
Underwood-Clements
Janet Veal
Lisa Vihnanek
Thea Walker
Emily Welch
David Westrick
Mike Williams
Barbara Winter
Fernando Wu
Rocy Wu
❖
Jessica Young
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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 liz@ataxia.org. Thank you!

GIFT – HONOR – MEMORIAL

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

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

MEMBERSHIP

Yes, I want to help fight ataxia! Enclosed is my
membership donation. (Gifts in US Dollars)
❑ Lifetime membership
$500
Annual memberships:
❑ Patron membership
$100-$499
❑ Professional membership
$55
❑ Individual
$35
❑ Household
$55
❑ Addresses outside the U.S. please add $15
Name ________________________________
Address ______________________________
City/State/Zip __________________________
Phone ________________________________
E-Mail ________________________________
❑ Yes, sign me up for NAF e-mails

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 ❑ MasterCard ❑ Discover
Name on Card ________________________
Card #_______________________________
Exp. Date ____________________________
Signature ____________________________
Phone Number ________________________

