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Preparing for a Visit
with Your Neurologist
By Sue Hagen, National Ataxia Foundation Patient Services Director
Receiving a diagnosis of ataxia can make you
feel as if you are losing control of your life. One
way to feel more in control is to take an active
role in your health care. Becoming informed is
an important way to achieve that goal. Choosing
a physician to supervise your overall health care
is essential. It is worth the time and effort it takes
for you and your doctor to build a relationship
of openness, caring and mutual respect. Such a
relationship can be a powerful factor in your own
physical and emotional well-being.
This article is to assist you in having productive appointments with your physician so that
you can feel and function better with ataxia.
Your role during your medical appointment is
to provide information about your health, health
history, medications, and symptoms honestly
and concisely. The following recommendations
were made by neurologists who see patients with
ataxia. Using these suggestions can make your
appointment with the neurologist a more beneficial experience.
Prior to the Appointment
Bring the name and address of the doctor who
you want to receive a copy of the medical report
following your visit.

Bring a record of all the tests, with the results,
including the actual images of the MRIs (of the
brain and spine) and CTs and the genetic testing
report. This prevents the necessity and expense
of having tests repeated.
Bring a complete list of all the medications
with the dosages as well as any vitamins or
supplements that you are currently taking. In
addition bring a list of medications, vitamins or
supplements that you have tried and are no
longer taking. People are understandably reluctant to talk about this, but if you are using illicit
drugs, it is important to tell your doctor.
Bring an accurate and complete family
medical history with specific walking or other
coordination problems that family members
may have had or currently have. Prior to the
appointment, ask family members about medical
conditions that exist in your biological family.
Include grandparents, parents, aunts, uncles, siblings, cousins. Ataxia is often a hereditary disease
and this information is helpful for the physician.
If the neurologist who you will be seeing is
not familiar with ataxia, consider purchasing
the booklet Evaluation and Management of Ataxic
Continued on page 3
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Preparing for a Visit with Your Neurologist
Continued from page 1
Disorders: An Overview for Physicians by Susan
L. Perlman, MD from the National Ataxia
Foundation. “This book is intended to inform
and guide family practice and other physicians
who may be caring for patients with ataxic symptoms or who have been diagnosed with ataxia.”
Available at www.ataxia.org.
During the Appointment
Be prepared to answer the following questions:
How and when did the ataxia symptoms come
on? How have the symptoms changed? What
activities are you finding difficult to do? What
makes the symptoms better? What makes the
symptoms worse? Be as specific as possible.
Select the top three symptoms or problems
that are the most severe that you want discussed
during the appointment. Your neurologist may
ask specific questions about those symptoms.
Stay focused, listening closely and carefully so
that you can answer his/her questions accurately.
Describe other medical conditions that you
may have, and any allergies or adverse reactions
that you have had to medications.
Be sure you understand what the doctor has
discussed with you. Ask for clarification; do not
leave the doctor’s office confused. If necessary,
bring a relative or friend who can write the
information down.
Following the Appointment
Make appointments immediately for any
follow-up tests, therapy or other orders. In some
cases, doctor’s orders can expire within a certain
time frame, so it is important to make these
follow-up appointments immediately.
Make sure that your primary care physician
receives the report of your neurologist visit.
Fill medication prescriptions immediately and
begin taking them as prescribed, reporting any
troublesome side effects immediately.
Call the doctor’s office if you have forgotten
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or are confused about anything that was discussed or prescribed. Do not wait until the next
visit.
Learn as much as you can about your disease.
Find and use only reputable and accurate sources
for information. The following websites have
reliable information on ataxia:
• The National Ataxia Foundation: www.
ataxia.org
• National Organization for Rare Diseases:
www.rarediseases.org
• The Movement Disorder Society: www.
movementdisorders.org
• National Institute of Neurological Disorders
and Stroke: www.ninds.nih.gov
Consider joining an ataxia support group
which can offer companionship and information
for people coping with either the hereditary or
sporadic types of ataxia and the challenges that
accompany those disorders. The National Ataxia
Foundation has a listing of known ataxia support
groups at www.ataxia.org.
Recommended Reading
AfterShock: What to Do When the Doctor
Gives You – or Someone You Love – a Devastating
Diagnosis by Jessie Gruman, PhD. “When faced
with a devastating diagnosis people must quickly
understand the prognosis and often must choose
from several treatment options – all while still in
shock. Social psychologist Jessie Gruman offers a
practical, 10-stage approach to making clearheaded, informed decisions...” Jessie Gruman’s
website: www.aftershockbook.com.
Living With Ataxia: An Information and
Resource Guide by Martha A. Nance, MD for
the National Ataxia Foundation. “The message
of this book is that living a good life is an entirely
reasonable aspiration even with ataxia. The book
is packed with practical information for everyday living, and it points the way to many useful
resources. Available at www.ataxia.org.
Continued on page 4
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Preparing for a Visit with Your Neurologist
Continued from page 3
Definitions
MRI – Magnetic resonance imaging is a
noninvasive medical test that helps physicians
diagnose and treat medical conditions. MR
imaging uses a powerful magnetic field, radio
frequency pulses and a computer to produce detailed pictures of organs, soft tissues, bone and
virtually all other internal body structures. MRI
does not use ionizing radiation (x-rays).
CT Scan – Computerized tomography, or just
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CT, is an X-ray technique that produces images
of your body that visualize internal structures in
cross section rather than the overlapping images
typically produced by conventional X-ray exams.
Genetic testing is completed through a blood
test to look for alterations in a person’s genes
or changes in the level of key proteins coded
for by specific genes. Abnormal results on
these tests could mean that someone has an
inherited disorder. Most genetic testing for
spinocerebellar ataxia and Friedreich’s ataxia
is done through Athena Diagnostics: www.
athenadiagnostics.com.
❖

A Vision of Courage
By Charles Scimone
I’m writing this article in tribute to Yvette
Scimone. I was her husband and caregiver.
Before her illness, my wife was a vibrant woman.
She was an excellent “nonna,” wife, and mother,
but most of all, my best friend. Her charm and
personality had no end. Her smile would light up
a room. She was small in stature, but she had a
heart as big as her. She was diagnosed with ataxia
about 2000. It was a complete shock not knowing what it was. The doctor said there was no
cure. That alone was devastating.
I went online to get some information on
ataxia. I received some literature from the
National Ataxia Foundation. After reading some
articles I got a better understanding about that

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

debilitating illness. My wife began losing her
balance and falling. She started using a walker
and eventually used a wheelchair. She also lost
her speech. Despite what she was going through,
she never lost her sense of humor or her spirit
to get better. That alone gave me the strength to
go on, so I could take care of her. I bought an
accessible van so I could take her out to different
places. She loved the beach. I didn’t want her to
be homebound.
Her biggest joy was being with her family and
seeing her first grandson born in 2006. We
started to go to the support group in Boston.
That’s where I heard about Dr. Jeremy Schmahmann. We went to see him where he diagnosed
her with MSA (multiple system atrophy). I
cannot thank him enough for the care and
compassion he gave her. I went to my first
Annual Meeting in Las Vegas. I was very
impressed at the information that I got from the
different breakout sessions.
My wife lost her fight in November, 2007. I
still attend the support group meetings to possibly offer my help and experience as a caregiver.
One last word: friends never say goodbye.
❖
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NAF Funded Ataxia
Research Final Reports
The final reports of the National Ataxia Foundation funded ataxia research are published in
this issue of Generations. These important projects move science forward to understand ataxia
and seek cures and treatments. NAF is grateful
for the hours spent in labs and clinics by these
world-leading ataxia investigators.
But there is another side to this team effort and
that is the appreciation that researchers have for
the National Ataxia Foundation’s commitment
to fund their research. Funding is made possible
because of donations made by individual
members, family fundraisers, memorial gifts and
other financial support. Below are some of the
comments that were received from researchers:
“Thanks again for the support.”

“I am very grateful to your organization for the
support to our research.”
“Thanks for your collaboration.”
“We gratefully acknowledge NAF support to our
research.”
“I enclose a copy of the paper published thanks to
the grant received.”
“We express our gratitude for the support received
from the NAF.”
“It’s my collaborators and me, and the patients,
who thank you for making this research possible by
providing the funding!”
As you read the lay summaries of these research
projects, you can be assured that the Foundation
has funded the most promising efforts to find
answers to treating and eventually curing ataxia.

The Possible Role of PPAR-Gamma
Agonists as Therapeutic Agent in the FRDA
By Fabio Acquaviva, MD, PhD and Sergio Cocozza, MD
University of Naples, Naples, Italy

The following is a research summary of a grant funded by NAF for fiscal year 2008.
Friedreich’s Ataxia (FRDA) is a progressive
neurodegenerative disease due to the deficiency
of a small protein named “frataxin.” Frataxin is
important for several cellular functions, mainly
within some cellular organelles called “mitochondria” and especially in pathways that are
dedicated to keep under control the cellular
“oxidative stress.” This is why cells with frataxin
deficiency exhibit increased sensitivity to the
oxidative stress that is the stress that particularly
reactive molecules cause to various cellular
functions.

Unfortunately, there is yet no effective treatment available to fight this disease and the
therapeutic approaches mainly addressed to slow
down the progression of the symptoms. More
recently, lot of interest has been focused to the
possibility to develop drugs able to increase the
intracellular frataxin amount.
Recently, in the so-called “post-genomic”
era, high throughput methods produced a huge
amount of data on gene expression after a variety
Continued on page 6
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Continued from page 5
of different stimuli. These data are very crude,
not conclusive and difficult to screen, but they
could be very useful in hypothesis generation. By
using bio-informatics tools, we screened these
data searching for hints
about molecules able to
inf luence the frataxin
production. We found
suggestions indicating
that “rosiglitazone,” a
drug mainly used for
the treatment of the
diabetes, was apparently
able to stimulate the
frataxin production.
Dr. Sergio Cocozza
Rosiglitazone acts as
PPAR-g agonists, meaning that it is able to stimulate PPAR-g. PPAR-g works as key regulator
of the mitochondrial biogenesis. Another important function of PPAR-g is the regulation of
the oxidative stress status of the cell. Moreover,
molecules able to stimulate the PPARs functions
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have been reported to have some neuroprotective effects in other neurodegenerative diseases.
Thus we decided to investigate the effects of a
PPAR-g agonist (called APAF) on the frataxin
production. We studied both the protein and the
frataxin mRNA in cells from FRDA patients
skin and from healthy donors. We observed an
approximate two-fold increase in the amount of
the frataxin in both patients and healthy controls
after treatment with PPAR-g agonist.
These results potentially have important consequences in the treatment of the FRDA because
it is well known that the unaffected carriers of
the mutation have about the 50% of the normal
frataxin amount. Hence, the possibility to
increase the frataxin production at least to the
levels of the unaffected carriers can be of great
impact on the progression of the disease.
PPAR-g agonists are commercially available
drugs, widely used in human therapy, and
potentially ready to be used for clinical trial in
FRDA patients. Today, it is likely that a possible
therapeutic approach to the FRDA it might
consist in a cocktail of different drugs including
❖
PPAR-g agonists.

Frataxin Folding, Chaperone Role and
Interactions with Fe-S Biosynthesis Proteins:
Contributions to Understand Friedreich’s Ataxia
By Cláudio M. Gomes, PhD
Instituto Tecnologia Química e Biológica, Universidade Nova de Lisboa, Oeiras, Portugal
The following is a research summary of a grant funded by NAF for fiscal year 2008.
The neurodegenerative disease Friedreich’s
ataxia (FRDA) results from a reduction in
frataxin levels, a small protein localized in one of
the cellular organelles - the mitochondrion. The
function of frataxin is not fully understood;
researchers think that it plays a key role in the
formation of iron-sulfur clusters. These inorganic clusters are incorporated into many essential proteins in the cell – the iron-sulfur proteins.

When the level of frataxin is low these important
proteins are not assembled and ultimately iron
accumulates leading to a variety of symptoms.
Understanding the role of frataxin in this process
should help to elucidate how FRDA develops.
The particular 3D structure of frataxin determines how it functions and how it interacts with
the other proteins, which cooperate with frataxin
in the formation of the iron-sulfur clusters. 
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A change in a single amino acid (the protein’s
building blocks), occurring as a result of mutations, may affect both the protein structure and
its function.
In our research, we have studied how amino
acid changes in frataxin affect the protein itself
(i.e. its structure and folding) and how it interacts
with other proteins. The selected mutations were
known to affect several cellular features such as
iron sensitivity, the activity of proteins that need
iron-sulfur clusters, and cell viability. Some of
these very same mutations are also found in
FRDA patients. We have used biochemistry
and biophysics to interpret the effect of these
mutations.
The data gathered with NAF support has
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allowed us to identify
the effect of a particular
mutation (in a given
region of the protein) in
the stability and rigidity
of frataxin’s structure,
on its iron-binding
properties, and on the
interactions with the
other proteins involved
in iron-sulfur cluster Dr. Cláudio M.
Gomes
formation. These studies may give extremely relevant insights on the
function of frataxin and hence on the pathological process involved in FRDA.
❖

Disrupted Pre-mRNA Splicing
in Machado-Joseph Disease
By Michael Hebert, PhD
The University of Mississippi Medical Center, Jackson, MS
The following is a research summary of a grant funded by NAF for fiscal year 2008.
The cell nucleus is highly organized and
contains distinct domains, territories and bodies.
Many of these structures participate in the
efficient production and processing of RNA.
Disruptions in this process will impede the f low
of information from DNA to RNA to protein
and lead to cell death. Several neurodegenerative
disorders, such as Huntington’s disease, spinocerebellar ataxia-type 1 and Machado-Joseph
disease (MJD), are characterized by mutant
proteins that generate large nuclear inclusions
in neuronal cells. While these inclusions could
be pathogenic, beneficial or incidental, it is
clear that various nuclear domains differentially
associate with specific types of inclusions. In
particular, one nuclear domain known as the
Cajal body has been shown to associate with
inclusions in MJD patient cells. The mutated
protein in MJD is ataxin-3. Since the Cajal

body plays a role in
making the machinery
needed to properly
process RNA, it is
suspected that Cajal
body function may be
impaired in MJD. Preliminary data support
this suspicion. Support
from the National
Ataxia Foundation has Dr. Michael Hebert
allowed us to explore if
Cajal body activity is altered in neuronal-like cell
lines that can express normal and mutant forms
of ataxin-3. We have found that mutant ataxin3 expression impairs the ability of the cell to
efficiently process certain RNAs. These findings
Continued on page 8
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Continued from page 7
therefore justify a more thorough understanding
of the mechanisms by which neuronal cells die

in certain neurodegenerative disorders, with
particular emphasis on deficiencies in splicing.
By acquiring such knowledge, it is hoped
that targets for therapeutic intervention will be
❖
identified.

Dissecting Transcriptional Misregulation in
SCA1 Using Laser Capture Microscopy and
Transcriptional Profiling
By Puneet Opal, MD, PhD
Northwestern University Medical School
The following is a research summary of a grant funded by NAF for fiscal year 2008.
Spinocerebellar ataxia type 1 (SCA1) is an inherited disease that causes progressive instability
of gait or ataxia. This disease is caused by an expansion of glutamines
(glutamine is an amino
acid) in the disease causing protein, ataxin-1.
A major shortcoming
in our understanding of
SCA1 has been the lack
of characterization of
pathologic changes in
Purkinje cells—the cell
type most aff licted in
Dr. Puneet Opal
this disease. To address
this issue we have used laser capture microscopy
(LCM), a method designed to purify specific cell

populations from tissue samples from presymptomatic SCA1 knock-in mice (comparing
them to wild type littermates). We have successfully established this technique in our laboratory.
Using this technique we have begun to identify
genes that show altered expression in Purkinje
cells. We are currently characterizing the consequences of alterations of each of these individual
candidate genes in SCA1 pathogenesis using a
combination of cell-based and animal experiments.
Finally, we should like to thank the NAF for
their generous support. None of this work would
have been possible without these funds. We
hope that our work will inspire translational
approaches to help patients suffering from ataxia
and other degenerative disorders.
❖

Support the
Research Drive

GoodSearch

The National Ataxia Foundation needs
your help!
Please support NAF’s 2009 Annual
Research Drive – visit www.ataxia.org for
more information.

Did you know that using GoodSearch for
Internet searches provides donations to
NAF? GoodSearch recently added online
shopping to their site, with a donation made
to the Foundation with every purchase.
Visit www.goodsearch.com today to see
how easy it is to start making a difference.
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Biological Tools to Investigate
Spinocerebellar Ataxia 27 (SCA 27)
By David M. Ornitz, MD, PhD
Washington University School of Medicine, St. Louis, MO
The following is a research summary of a grant funded by NAF for fiscal year 2008.
Mutations in the FGF14 gene have been
identified in a family with early-onset tremor,
dyskinesia, slowly progressive spinocerebellar
ataxia, and mental retardation. Mutations in the
FGF14 gene have recently been classified as spinocerebellar ataxia-27 (SCA27, MIM#609307).
We have been interested in SCA27 and the function of FGF14 because a mouse mutant that we
have generated that lacks FGF14 has a similar
phenotype to that of SCA27 patients.
We have greatly benefited from the funding
provided by the National Ataxia Foundation. We
have used these funds to advance our research
efforts to understand the molecular causes of
SCA27. These funds came at a time when we
were particularly short of funds for this project
and these funds permitted us to maintain key
personnel to allow the project to go forward. The
most significant outcome of this funding is that
it facilitated our obtaining a five-year NIH grant
to further pursue this research. The NIH grant
started on April 15, 2009.
We have made significant progress on the
aims of this grant. We have successfully evaluated
and validated an antibody against FGF14. This
antibody will be critical to the long-term continuation of this project. We have made progress
towards generating a mouse model for SCA27.

Deadline
The deadline for the winter 2009 -10
issue of Generations is November 6, 2009.
Contact information appears inside the
front cover of this issue.

We have generated an engineered mouse
embryonic stem cell that contains the SCA27
mutation. We will use this stem cell to generate
a genetically engineered
mouse that contains the
SCA27 mutation.
We have also pursued
studies using our existing FGF14 knockout
mouse model. These
studies showed us that
cerebellar
Purkinje
neurons that lack the
FGF14 gene are funcDr. David M. Ornitz
tionally silent. This
means that the normal inhibitory output of the
cerebellum, which is required to help maintain
normal muscle coordination, is no longer
present. Thus, we have discovered a potential
cellular mechanism that can account for the
phenotype that we see in Fgf14 knockout mice
and in human patients with a mutation in
FGF14. This work resulted in a publication in
which we have acknowledged the National
Ataxia Foundation.
Shakkottai, V.G., Xiao, M., Xu, L., Wong, M.,
Nerbonne, J.M., Ornitz, D.M., and Yamada,
K.A. (2009). FGF14 regulates the intrinsic
excitability of cerebellar Purkinje neurons.
Neurobiology of Disease 33, 81-88.
We are grateful for the funding that we have
received and appreciate the work that the
National Ataxia Foundation is doing to foster
research and help patients with ataxia.
❖
Continued on page 10
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Identification of Small Molecules Suppressing
rCGG-Repeat-Mediated Neuronal Toxicity
By Abrar Qurashi, PhD
Emory University School of Medicine, Dept of Human Genetics, Atlanta, GA
The following is a research summary of a grant funded by NAF for fiscal year 2008.
Fragile X-associated tremor/ataxia syndrome
(FXTAS) is a progressive neurodegenerative
disorder recognized in fragile X premutation
carriers that causes tremors, balance problems,
difficulty in walking,
dementia and mental
changes in males usually
after age of 50. The
underlying defect for
this neurological disorder is the gene FMR1
responsible for fragile
X syndrome, the most
common
inherited
cause of mental retardaDr. Abrar Qurashi
tion. In FXTAS, unlike
fragile X syndrome, FMR1 gene produces a
toxic messenger RNA because of the abnormally
high numbers of the repeating DNA sequences
(55-200 CGG units) called premutation. Using

fruit f ly, we have previously demonstrated that
elongated noncoding CGG repeats in fly FMR1
allele as the pathogenic cause of FXTAS. Now
we have utilized this FXTAS f ly model to
identify small molecules that can ameliorate
rCGG-mediated neuronal toxicity and lethality.
We screened a collection of 2,000 FDAapproved, biologically active and structurally
diverse small molecules for their ability in restoring the viability in rCGG repeat expressing f lies.
We selected 20 compounds that could reverse
the lethality with several of them having the potential to target glutamatergic and inf lammatory
pathways. We further tested selected compounds
in other established phenotypes of rCGG repeat
expressing flies. Our results demonstrate the utility of a Drosophila model for screening small
molecule libraries, and suggest a potential role of
inf lammatory pathway in pathology of rCGG❖
mediated neurodegeneration.

Flu Shot Recommendations
If an individual with ataxia meets any of these
criteria, he/she should be vaccinated for both
seasonal flu and H1N1 flu: children aged six
months up to their 19th birthday, pregnant
women, people 50 years of age and older,
people of any age with certain chronic medical
conditions (heart disease, lung disease), people
who live in nursing homes and other long-term
care facilities, and people who live with or care
for those at high risk for complications from flu,
including health care workers, household contacts of persons at high risk for complications
from the flu, and household contacts and out
of home caregivers of children less than six
months of age.

If an individual with ataxia meets any of these
criteria, he/she should NOT be vaccinated:
people who have a severe allergy to chicken
eggs, people who have had a severe reaction to
an influenza vaccination, people who developed
Guillain-Barré syndrome (GBS) within six weeks
of getting an influenza vaccine in the past, children less than six months of age (influenza vaccine is not approved for this age group), and
people who have a moderate-to-severe illness
with a fever (they should wait until they recover
to get vaccinated).
Please visit www.cdc.gov/flu/protect/keyfacts.
htm and www.cdc.gov/h1n1flu/vaccination/acip.
htm for more information.
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P130Cas in Granule Cell Migration:
Understanding the Mechanisms Underlying
Cell migration in Cerebellar Development
By Martin M. Riccomagno, PhD
Johns Hopkins Univeristy, Department of Neuroscience, Baltimore, MD
The following is a research summary of a grant funded by NAF for fiscal year 2008.
Non-progressive congenital ataxias are a highly
heterogeneous group of neurological disorders
generally characterized by developmental delay
and low muscle tone, followed by the appearance
of ataxia. Several of these congenital ataxias are
caused by defects in the cerebellum, a region of
the brain that controls balance and coordination
of motor functions. Some of these defects
may be caused by an embryonic developmental
deficit in the inward migration of a certain type
of neuron, the granule cell. Preliminary data
suggest that a cytoplasmic protein, p130Cas, is
required for signaling cues to instruct cerebellar
cells to move. We have started to explore the
role of Cas proteins in neuronal migration and
cerebellar development. Our main objective

was to define and characterize the function of
vertebrate Cas proteins in granule cell migration
and axon guidance.
For this purpose, we have generated several
molecular and genetic reagents that will allow us
to explore the function of Cas proteins during
cerebellar development. One of these tools is a
mouse carrying mutations in the gene that
encodes p130Cas, a very important Cas family
member. Our preliminary results suggest a role
for Cas proteins in neural development. Furthermore, they fuel our optimism that this newly
generated mouse mutant will serve as an animal
model for cerebellar ataxias that result from
developmental abnormalities.
❖

SCA2 Pathogenesis: Altered Splicing Caused
by Gain of Normal Ataxin-2 Function
By Karsten Strauss, PhD
University of Utah, Salt Lake City, UT
The following is a research summary of a grant funded by NAF for fiscal year 2008.
Spinocerebellar ataxia 2 (SCA2) is an inherited
neurological movement disorder caused by mutation in the ataxin-2 gene. The disease is caused
by a progressive loss of cells in the cerebellum, a
region of the brain that controls balance and
motor function. Although the disease gene was
identified 10 years ago, the precise mechanisms
leading to neuronal dysfunction and nerve cell
death have remained elusive. Several years ago,

we discovered a protein that binds to ataxin-2
designated A2BP1 or fox-1. Recently, the function of this protein has been unraveled pointing
to a role in the processing of messenger RNA
(mRNA).
Protein diversity in the different cells of a
human body is mainly accomplished by the
Continued on page 12
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Research Final Reports
Continued from page 11
generation of different mRNA forms (transcripts) of the same gene. These different transcripts are established by tissue-specific splicing
of pre-mRNAs where the assembly of exons for
a gene varies in between different cell types.
A2BP1 is a protein which regulates this assembly in a manner that exons will be specifically
included or excluded in a transcript depending
on a signal in the pre-mRNA. If the function of
A2BP1 is disrupted or altered, potential missplicing causes generation of false transcripts in a
cell type. These false transcripts can result in
cellular stress and cell death.
A2BP1 is highly expressed in the Purkinje cells
in the cerebellum, the cells which undergo
degradation in SCA2. A2BP1 might play a
crucial role in tissue-specific splicing for these
cells and therefore be a key player for cell survival
during aging. As cell stress increases in neurons
during lifetime, additional stress by altered splicing can result in a rapid degeneration of aging
neurons.
Our investigations were focused on the interaction between ataxin-2 and A2BP1. Using
microscopic studies, we observed that ataxin-2
changed the localization of the A2BP1 protein in
the cell. By adding ataxin-2 to cells expressing
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A2BP1, the distribution of A2BP1 was changed
from a normal nuclear/cytoplasmic pattern to an
ataxin-2 associated pattern in which A2BP1 is
absent from the nucleus. The recruitment of
A2BP1 by ataxin-2 shows a dosage-depended
effect. Increasing cellular ataxin-2 levels lead to a
decrease of nuclear A2BP1, finally resulting in an
absence of A2BP1 in the nucleus. As the splicing
functionality of A2BP1 can only be effective in
the nucleus, where pre-mRNAs are located,
the vanishing of nuclear A2BP1 might cause a
change in the brain specific splicing pattern of
Purkinje cells.
To determine if ataxin-2 is able to alter splicing
patterns in A2BP1 processed mRNA transcripts
we used an artificial mini-gene construct. We
observed that increasing levels of ataxin-2 alter
the splicing function of A2BP1 resulting in
reduction of A2BP1 mediated transcripts.
Research studies have shown that the target
sequence for A2BP1 is predominantly distributed among brain-specific splice variants. This
finding might point to an important function of
A2BP1 specifically in neurons. Our findings
suggest an unpredicted role for ataxin-2 in interfering with splicing regulation in the cerebellum.
The resulting non-brain specific proteins might
be a reason for an altered stress-response or interfere with the normal cell function by inducing
cellular stress by themselves.
❖

Elucidating the Mechanism of ATX-2: The
C.elegans Ortholog of a Protein Implicated
in Human Neurodegenerative Disease
By Jane Wright, PhD
Friedrich Miescher Institute, Basel, Switzerland
The following is a research summary of a grant funded by NAF for fiscal year 2008.
Mutations in the human gene SCA2, which
encodes the ataxin-2 protein, can give rise to
spinocerebellar ataxia type 2 and are also associ-

ated with Parkinson’s disease. However, the normal biological function of the ataxin-2 protein
is currently unknown. Our aim is to uncover 
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the function of ataxin-2 in the hope that it will
increase our understanding of why things go
wrong when it is mutated. To do this, we are
studying the ataxin-2 protein in the roundworm, C. elegans (homolog, ATX-2). C.
elegans is commonly used as a model organism
to study proteins with significance to human
disease as many of these proteins, including ATX2, are highly conserved from worm to man.
Previous studies, including that of our own laboratory, have shown that ATX-2 can regulate the
expression of mRNA molecules. In order for a
protein to be expressed, the DNA of a gene is
first transcribed into mRNA. This mRNA can
then serve as a template for the synthesis of the
final protein and regulation of mRNA expression is increasingly being found to be important
to many biological processes. Significantly, C.
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elegans is the only model where we already have
examples of specific mRNAs whose expression
is regulated by ATX-2. By studying the
mechanism by which
these target mRNAs
are affected by ATX-2,
we hope to gain
insight into its human
homolog ataxin-2. Indeed, it is possible that
mutations in ataxin-2
may cause neurodegeneration by interfering with the normal
Dr. Jane Wright
regulation of particular
mRNAs. Future SCA2 therapies will likely be
aimed at modulating the function of the ataxin2 protein; therefore a detailed understanding of
this function will be critical.
❖

Twin Cities Support Group
Leader Competes in Triathlon
Lenore Healy Schultz, ataxia support group
leader from Minneapolis, MN, competed in the
Lifetime Fitness Triathlon on July 11.
Though diagnosed with SCA6 in 1992, Lenore
competed in several ski races and triathlons until
1999. After some careful consideration and planning, Lenore signed up and began training for the
2009 Lifetime Fitness Triathlon. In preparation
for the 0.4-mile swim, 15-mile bike ride, and
3-mile run, Lenore incorporated a variety of
physical activity into her training routine. She
swam once a week, cycled for an hour-and-a-half
each day, and regularly participated in chair yoga
and other strengthening and stretching activities.
In addition to her training, Lenore credits the
support of her daughter, Clara, and a close group
of friends for her success in the race. Lenore
hopes to participate in next year’s race as well.

Lenore Healy Schultz with her supporters after
finishing the Lifetime Fitness Triathlon.

The National Ataxia Assocation wishes to congratulate Lenore on this athletic accomplishment
– way to go Lenore!
❖
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F.I.T.T. Column:

Inclusive Fitness Coalition Call
for Members and Advocates for Change!
Guest columnist: Jessica Madrigal, Visiting Information Specialist, University of Illinois at Chicago Center
on Health Promotion Research for Persons with Disabilities
The substantial health benefits of regular physical activity are well documented and actively
promoted among the general population.
Historically, people with disabilities have not
been included in these efforts to increase physical activity and promote healthy lifestyles. Yet,
the more than 50 million people with disabilities
in the United States face even far greater health
risks associated with sedentary lifestyles. Even
if people with disabilities want to exercise,
participate in a sport, go to a gym, or just enjoy
the outdoors, they often confront barriers to
participation.
The Inclusive Fitness Coalition (IFC) was
formed to address policy, environmental, and societal issues associated with the lack of inclusion
and access to physical activity among people with
disabilities. The mission of the Inclusive Fitness
Coalition is to facilitate an expanded coordination of organizations and individuals to address
the complexity of personal, social, cultural,
political, and economic factors that inf luence,
both positively and negatively, the participation
of people with disabilities in physical activity,
fitness, sports and recreation.
Are you a person with a disability who would
like to serve as an advocate for change?
Learn more about the Inclusive Fitness Coalition by using this link: www.incfit.org.
Join the health and fitness clubs workgroup
and participate by using this link: http://incfit.
org/node/187.
Join the inclusive play workgroup and participate by using this link: http://incfit.org/node/185.

Subscribe to the IFC email listserv to receive
announcements regarding coalition activities
and inclusive fitness, by using this link: http://
incfit.org/mailman/listinfo/incfit_listserv_incfit.org.
Getting involved can be as simple as participating in conference calls or contacting a fitness
center or play area in your community to
provide resources on removing barriers and
increasing inclusion.
Please use the links above to learn more about
the coalition and become involved. Questions,
comments or referrals can be directed to Jessica
Madrigal, at jmadri1@uic.edu or by phone at
(312) 996-5486.
The Inclusive Fitness Coalition (IFC) is
comprised of over 110 member organizations
dedicated to increasing inclusion and access to
physical activity for people with disabilities.
Funding for the Inclusive Fitness Coalition is
provided by the Centers for Disease Control
and Prevention (CDC) and the National Institute on Disability and Rehabilitation Research
(NIDRR).
Reprinted from the website of the National Center
on Physical Activity and Disability.
“This copyrighted article is reproduced from the
National Center on Physical Activity and Disability at www.ncpad.org. It may be freely distributed
in its entirety as long as it includes this notice but
cannot be edited, modified, or otherwise altered without the express written permission of NCPAD.
Contact NCPAD at 1-800-900-8086 for addi❖
tional details.”
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The National Ataxia Foundation

53rd Annual Membership Meeting

“Winds of Progress”
Chicago, Illinois – March 12-14, 2010
By Lori Shogren, National Ataxia Foundation Special Projects Coordinator
The National Ataxia Foundation Board of
Directors and the National Ataxia Foundation
Chicago Area Ataxia Support Groups (CAASG)
would like to welcome you to the 53rd Annual
Membership Meeting. Please join us at the Hyatt
Regency O’Hare Hotel in Rosemont, IL – a
northwestern suburb of Chicago – to learn,
share, network, have fun, and enjoy the sites.
The 2010 NAF Annual Membership Meeting
will bring together NAF members and their families to meet and learn from world-leading ataxia
researchers and neurologists, but also to build
new friendships and reunite with old friends.
Whether this is your first meeting or your 53rd,
the 2010 meeting will be filled with education,
celebration, sharing, and caring!
The Annual Meeting Registration Form
will be printed in the winter 2009/2010 issue
of Generations and posted on our website in
January 2010. In the meantime, you can view
the latest information available about the
Annual Membership Meeting on our website
at www.ataxia.org.
The Annual Membership Meeting Program
you receive at the conference will be the most
updated conference schedule. Please use your
Meeting Program for room assignments and
times. Due to unforeseen circumstances the
meeting schedule may change. We apologize in
advance if that occurs. Any changes will be
posted in the Registration room and announced
at the meeting. For that reason we encourage
attendees to plan to attend the entire meeting to

ensure that you will not miss a presentation.

Program Overview
Thursday, March 11
Leadership Meeting – 1:00-4:00 p.m. This
meeting is designed to provide information and
support to National Ataxia Foundation’s
Chapter Presidents, Support Group Leaders and
Ambassadors. The meeting is a valuable resource
for volunteers who serve in these appreciated
positions. If you are a leader who is unable to
attend the meeting, please indicate one representative who will attend in your place. Meeting
attendees will have questions and concerns
addressed, learn from peers and professionals
and have the opportunity to meet others and
exchange tips and ideas. If you are interested in
becoming a group leader or ambassador, contact
Lori at lori@ataxia.org prior to the meeting.
Internet Group – 7:00 p.m. This is your
opportunity to meet some of those Internet
friends that you have met on the NAF chat
room, NAF Bulletin Board, Internaf, Tricks of
the Trade, Ataxia Forum, Ataxia Chat 2002,
FAPG, u_r_notalone, NAF’s Facebook Group,
and My Space NAF.
Friday, March 12
General Sessions – Friday morning will start the
General Sessions in the Ballroom. General Sessions are large group presentations, typically with
a medical or research focus. Many of the world’s
Continued on page 16
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Annual Membership Meeting
Continued from page 15
leading ataxia researchers and clinicians, along
with other ataxia experts, will be presenting the
latest research. Again, this year the General Sessions will incorporate practical topics in addition
to the research and medical topics. A 30-minute
Question and Answer session will follow the
morning General Sessions with a panel of the
speakers that presented during this time.
Nintendo Wii Demonstration – A demonstration of the physical therapy aspects of the
Nintendo Wii game system will be available
Friday and Saturday from 9 a.m. to 2 p.m. You
can try out the Nintendo Wii game system for
yourself and ask questions about it. The Nintendo Wii system is being used in many nursing
homes and individual homes around the world
by those with limited movement abilities who
want to stay active. The demonstration is open
to all ages. Persons under the age of 12 must be
accompanied by a parent or guardian who is age
18 or older. This is a demonstration only. Please
limit your time on the system so that everyone
interested in this product is provided the opportunity to try it.
Birds of a Feather – 2:00 p.m. - 5:00 p.m. Registrants 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 Birds of a Feather session you will
attend so we can finalize the meeting room
assignments.
Friday Night Reception – Please join us for
a Chicago-style pizza buffet reception in the
Ballroom. All registered meeting attendees are
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welcome to attend. Admittance to this event and
food that is provided at this event is included
with your registration. All beverages will be available at a cash bar.
Saturday, March 13
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 that presented during those sessions.
Church Services – Catholic and non-denominational church services will be held on Saturday
at 6:00 p.m. for those who wish to attend.
Silent Auction – The Silent Auction is a fun
way to raise funds for the continuing important
work of NAF. This long-standing NAF tradition
begins on Saturday afternoon with the final bidding ending at 7:30 p.m. Auction items range
from something that represents your state or
country, art work, sports memorabilia, theme
baskets, hand-crafted items, hotel stays and
weekend getaways. Bring an item to donate and
then have fun bidding on the items of your
choice. Good luck!
Saturday Evening Banquet – The Saturday
Evening Banquet will begin at 7:00 p.m. in the
Ballroom. Please get your tickets – which are
included in your registration fee – ahead of time.
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, vegetarian, vegan, or gluten-free entrée
that you select when you obtain your banquet
tickets. If you pick up tickets for a group of
people please know the entrée selections for
everyone in your party.
Sunday, March 14
General Sessions – Sunday morning wraps up
the 2010 Annual Membership Meeting with the
final round of General Sessions in the Grand
Ballroom followed by a Question and Answer
Session with a panel of the speakers that
presented during this time. Don’t miss these

important sessions!
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Additional Information
Conference Registration – Registration forms
will be available in the winter 2009/2010 issue
of Generations and on the NAF web site, www.
ataxia.org, in January 2010. Please complete the
form and return it to NAF by February 15, 2010.
Please fill out the registration form completely,
as we need all the information to finalize plans.
Registration after March 1, 2010 will only be
accepted at the conference hotel. If you are
bringing an attendant, please register together on
the same registration form. Each person that is
planning on attending daily sessions, the reception, or banquet needs to register. Event entry
will not be allowed without proper registration
which includes an official event name badge.
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, 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) 5530020 or go online at www.ataxia.org to become a
member or renew your membership. This will
prevent unnecessary extra fees or errors in your
membership status when you register for the
Annual Membership Meeting. 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
the National Ataxia Foundation.
Photo Waiver – By attending the 2010 NAF
Annual Membership Meeting you give your
consent, unless you notify us otherwise in
writing, to use your image captured during the
conference through video, photographs, or
digital imagery, to be used by the National Ataxia
Foundation in promotional materials, publications, and web site, and you waive any and all
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rights to these images.
Fragrance Free – There are many people who
experience unpleasant to severe effects from
scented products, such as perfumes and colognes.
For the comfort of our attendees we ask that all
participants refrain from wearing perfume,
cologne and other fragrances, and use unscented
personal care products in order to promote a
fragrance-free environment.
About Chicago
“It is hopeless for the occasional visitor to try to
keep up with Chicago. She outgrows his prophecies faster than he can make them.”
– Mark Twain, 1883

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

Chicago was only 46 years old when Mark
Twain wrote those words, but it had already
grown more than 100-fold, from a small trading
post at the mouth of the Chicago River into one
of the nation’s largest cities, and it wasn’t about
to stop. Over the next 20 years, it would quadruple in population, amazing the rest of the world
with its ability to repeatedly reinvent itself.
And it still hasn’t stopped. Today, Chicago has
become a global city, a thriving center of international trade and commerce, and a place where
people of every nationality come to pursue the
American dream.
Chicago looks great from every angle, whether
Continued on page 18

Gen_0903_13-24.qxp:Layout 1

9/17/09

Page 18

2:12 PM

Page 18

Generations

Annual Membership Meeting
Continued from page 17
you’re exploring the city’s astonishing architecture during a guided tour (on foot or aboard a
Chicago River boat, lakeshore cruise or sightseeing bus) or you’re enjoying the birds-eye view
from the 103rd f loor Sears Tower Skydeck and
the 94th f loor Hancock Observatory.
Chicago is often called a friendly city – and
you’ll agree when you accept the city’s warm
invitation to sample such free attractions as
Lincoln Park Zoo, home to more than 1,000
mammals, reptiles, and birds. Enjoy the peaceful
gardens under glass at Garfield Park Conservatory and Lincoln Park Conservatory, or take in
one of the free performances at Navy Pier.

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

For more in-depth information about the
Chicago area or to plan your trip, please visit
www.choosechicago.com, www.rosemont.com or
www.easyaccesschicago.org.
About the Hotel
The Hyatt Regency O’Hare is the official
conference hotel of the 2010 NAF Annual
Membership Meeting. The Hyatt Regency
O’Hare is located near O’Hare International
Airport and 30 minutes from Downtown
Chicago. located at 9300 Bryn Mawr Avenue,
Rosemont, IL 60018.
An exciting new hotel has emerged from the
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classic Hyatt Regency O’Hare. Hyatt’s longtime
tradition of service and extraordinary convenience is now expertly blended with sophisticated
new amenities and contemporary styling. As
always, guests of the Hyatt Regency O’Hare will
experience unparalleled attention from their
welcoming staff, complimentary shuttle service
to/from O’Hare, and luxurious guestrooms.
Additionally, enjoy the new, state-of-the-art
business and meeting facilities, Stay Fit Gym,
new restaurants and Hyatt services - including
Fast Board™ and PDA Check-in, all of which
help to make your stay even more delightful.
All guest rooms include a coffeemaker, a daily
newspaper, and a balcony on f loors 3 -10. Furthermore, wireless Internet access is provided
through T-Mobile at a charge of just $9.99 for
24-hour access. Wireless access is available in the
guestrooms and in all the public areas. If you
already have an account with T-Mobile (WiFi)
or a Verizon wireless card, access is complimentary. Please visit the Hyatt Regency O’Hare’s
website for more information at www.ohare.
hyatt.com/hyatt/hotels/index.jsp.
Self parking and valet parking are available. Self
parking overnight is $20 per night. Valet parking
is $30 per night. Self parking for day use is $17
per day. The Hyatt Regency Hotel has extended
complimentary parking for our conference
attendees for self parking overnight and day use
visitors. NAF does not have a group rate for valet
parking. To receive the group parking rate you
will need to locate a parking box in the registration room or at the front desk where you will
be able to exchange the ticket you receive when
entering the parking lot for one that will allow
you in and out access on a complimentary basis.
Guest room reservations are available for a
special group rate of $149 per night. Please
be sure to make your reservations by February
15, 2010 in order to secure the special group rate.
To book your stay online go to https://
resweb.passkey.com/Resweb.do?mode=welcome_ei_
new&eventID=779322&fromResdesk=true. If 
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you would prefer to make your reservations by
phone, please call 1-888-421-1442 or (847) 6961234 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
Hyatt Regency O’Hare Hotel you MUST
contact Lori at the National Ataxia Foundation at (763) 553-0020 or naf @ataxia.org.
If you need ADA equipment be sure and mention this when making your room reservation.
Shower chairs, tub bars and toilet frames will
be available on a first-come, first-serve basis by
contacting the Hyatt Regency O’Hare Hotel
front Desk upon check-in.
The Hyatt Regency O’Hare is connected to
the Rosemont Skybridge. You may wish to contact a reservations manager at the other hotels
that are on the Rosemont Skybridge if an ADA
room at the Hyatt is unavailable to you. The
other hotels include Doubletree O’Hare,
Embassy Suites O’Hare, and Rosemont Hotel.
A map of the Rosemount Skybridge can be
viewed at www.rosemont.com/pdf/skybridge.jpg.
Chicago Area Services & Resources
The following may be used as a helpful guide
for your convenience. To download or to
order the Easy Access Chicago Guide visit www.
easyaccesschicago.org or call 1-800-2CONNECT
(1-800-226-6632) or 1-800-406-6418 (TTY).
Transportation and Getting There
NAF is not responsible for transportation to
and from the hotel. The following may be used
as a helpful guide for your convenience.
ADA Friendly Services at O’Hare Airport –
www.f lychicago.com/ohare/concessionsohare/ADA
OHare.shtm.
ADA Friendly Services at Midway Airport –
www.f lychicago.com/midway/concessionsmidway/
ADAMidway.shtm.
Complimentary Lift Equipped Shuttle – Take
advantage of the 24-hour, complimentary
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shuttle service to the Chicago O’Hare International Airport provided by the Hyatt Regency
O’Hare, which runs every 15 minutes. Follow
the red Shuttle signs at the airport to the designated pick-up area, O’Hare bus / Shuttle Center
Door One. International travelers must use the
courtesy phone inside the terminal. Shuttle buses
are blue with white signage that reads Hyatt
Regency O’Hare. For pick-up between 12:00
a.m. and 4:00 a.m., guests must call the hotel
directly at (847) 696-1234.
Omega Airport Shuttle – Take this shuttle to
Midway Airport, where you can pick up the
complimentary hotel shuttle. Shuttles leave
Chicago Midway Airport every hour between
7 a.m. and 10 p.m. Travelers are picked up at
door M1 at Chicago Midway Aiport. Cost is $16
per person. Telephone: (773) 483-6634.
Taxis – From: O’Hare Airport: Service is available on a first come, first serve basis from the
lower level curb of all terminals. All taxis are
metered. Approximate cost O’Hare to Hyatt
Regency is $10 - $12.
• From Midway Airport: Service is available
on a first come, first serve basis outside of the
baggage claim area. All taxis are metered, except
for f lat fare into downtown Chicago. Approximate cost Midway to Hyatt Regency is $65.
• To/From Hotel & Downtown Chicago: Are
available to reserve at the hotel concierge desk.
A one way trip is 20-30 minutes at an estimated
cost of $20-30 one way.
• Accessible Taxis: More than 20 taxi companies in Chicago currently operate wheelchair
accessible minivans equipped with ramps, wheelchair securements and shoulder seat belts. To
order an accessible taxi, call the centralized
dispatch service toll-free at 1-800-281-4466.
• For trips that originate in the City of
Chicago: Find out more about Chicago’s Taxi
Access Program (TAP) at www.pacebus.com/pdf/
paratransit/TAP_User_Guide.pdf.
Continued on page 20
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Local Transportation – The Hyatt Regency
O’Hare is also conveniently located close to the
L-Train. Guests can either take the complimentary shuttle to O’Hare and catch the train there,
or take a short (five minute) walk to the nearby
Rosemont Station. From either station, guests
can be in downtown Chicago in approximately
30 minutes at a cost of approximately $2.25 each
way. The Rosemont and O’Hare stations are on
the BLUE Line. www.transitchicago.com/assets/
1/maps/ctatrainmap.png and www.transitchicago.
com/assets/1/brochures/Downtown_Sightseeing_
Guide.pdf.
Riders with disabilities call (312) 913-3110 to
apply for the RTA Reduced Fare Permit. All
Medicare cardholders are eligible to apply for
the RTA Reduced Fare Permit. Reduced Fare
Permit allows the permit holder and an attendant
to each ride at the reduced fare. Reduced Fare
Permit entitles the holder to travel at reduced
fares on Pace and Metra, Chicago’s suburban
transportation provider. Value can be added to
Reduced Fare Permits at vending machines
located at CTA rail stations. Vending machines
accept $1, $2, $5, $10, and $20 bills, and all coins
except pennies and half dollars. Maximum value
on card can’t exceed $100.
You can enjoy unlimited rides on all CTA
buses and trains with a 1-Day Fun Pass, or 3-day,
7-day or 30-day unlimited-ride passes. Your pass
activates the first time you use it and is good for
the number of consecutive days shown on the
front of the pass. CTA’s unlimited-ride passes
make getting to Chicago’s top attractions quick,
easy and more affordable than cab rides or parking fees. You can purchase your CTA Transit
Cards and passes online at http://faremedia.
chicago-card.com.
Buses – Continental Airport Express at (773)
247-1200, 1-888-284-3826 or www.airport
express.com. This airport shuttle service provides
transportation between O’Hare and Midway and
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all locations in downtown Chicago including
South Loop, West Loop, and Lincoln Park. For
standard vans and buses, no reservation is
required for service with departures from the
airport every 15 minutes. Person requiring a
wheelchair accessible van should reserve at least
one day in advance. Up to two wheelchairs can
be accommodated with advanced notice. Please
call for current one-way and round-trip pricing
and multi-passenger discounts.
Parking – Both foreign and out-of-state
disability parking permits are considered valid for
parking in designated accessible parking spaces in
Illinois. With either a disability license plate or
place card, you can also park free at metered
parking spaces in Chicago except at those limited
to 30 minutes or less. The place card or permit
must be hung from the rearview mirror. If you
are renting a wheelchair accessible van, the company will provide a place card for your convenience. Unlike some other states Illinois does not
issue temporary place cards to non-residents, so
be sure to bring your own parking permit with
you. Full details on disability parking is available
at www.cyberdriveillinois.com/publications/pdf_
publications/vsd5744.pdf or call (217) 782-2709.
PACE Paratransit Service – (312) 341-8000 or
www.pacebus.com/pdf/paratransit/Suburban_ADA
_Guide.pdf. Pace provides ADA Paratransit Service to visitors with disabilities who do not live in
the CTA or Pace service area. To ride with Pace
Paratransit, visitors must present documentation
that they are ADA eligible for Paratransit Service
where they reside. If a visitor is unable to present
this documentation, Pace will require documentation of residency and disability. Documentation of eligibility for Paratransit Service for
out-of-town visitors should be made at least
seven days before the first desired day of travel.
Documentation can be faxed to (312) 341-8050.
Allow one to two weeks for processing.
Visitors will not be provided service for more
than 21 consecutive days from the date of the
first paratransit trip. Customers who wish to 
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receive service beyond this 21 day period must
apply for eligibility with the RTA.
Megabus – www.megabus.com/us. Offers daily
non-stop, express bus service between Chicago
and eight Midwest cities. Booking is done solely
via the Internet. However, individuals who
require a wheelchair lift must call (877) 462-6342
at least 48 hours in advance. Payment is by credit
card only. Chicago’s hub for all arrivals and
departures is located next to Union Station on
the east side of S. Canal Street, between Jackson
and Adams (downtown Chicago).
Car Rentals – O’Hare - Alamo, Avis, Budget,
Dollar, Enterprise, Hertz, National and Thrifty
all rent hand-controlled vehicles at O’Hare
International Airport. Agencies generally request
one to two day advanced notice for rentals with
adaptive equipment. Car rental companies
(except Alamo) are on the lower level near the
baggage claim areas of Terminals 1, 2, and 3. In
Terminal 5, the companies are available by courtesy telephones located on the lower level. Avis
and Budget will provide drop off/pick up service
at airport terminals, as will Enterprise if its
lift-equipped shuttle vans are not available. All
companies have at least some courtesy shuttles
with lifts.
Accessible Van Services – The following companies provide delivery / pickup service at O’Hare
and Midway Airports for an additional fee.
Midwest Mobility (847) 923-9892
(847) 985-0876 (TTY)
www.midwestmobility.com
Mobility Works – (630) 782-1900
www.mobilityworks.com
Wheelchair Getaways – 1-800-637-2597
www.wheelchairgetaways.com
Chicago Dept. of Aviation Safety Tips – (1)
Never take a ride from anyone at the airport who
asks you if you need a ride. (2) Indicate to your
airline if you may need assistance at the time you
❖
make your reservation.

News & Notes
“Commit to Your Health”
DVD Now Available
Commit to Your Health is a new exercise
and lifestyle video created by Kerry Westfall,
of Temecula, CA. Westfall has been living
with Friedreich’s ataxia for more than 15
years, and credits his devotion to an exercise routine and healthy lifestyle for the
physical benefits he has experienced.
Available at www.commit toyourhealth.org,
the DVD features segments on exercise,
nutrition, and overall health and wellness
from physicians and experts in the fields of
fitness, nutrition, neurology, osteopathic
medicine, and cardiology.
Westfall plans to make a charitable
donation to NAF through the distribution of
the Commit to Your Health DVD.
Please visit www.committoyourhealth.org
or www.ataxia.org for more information.

“Neurology Now” Available
Neurology Now®is the official publication
of the American Academy of Neurology. It is
published bimonthly and includes articles
on neurological disorders with sections
titled “Living Well,” “Ask the Experts” and
“Resource Central.” Each issue includes
information, resources, and inspirational
stories for those who may be affected by a
neurological condition.
Subscriptions are available for free by
going to the website at www.neurology
now.com to download a printable subscription form to use or share with friends or
family members.

Patient Registries:
Vital for Ataxia Research
Those with any type of Episodic Ataxia are
invited to join the Rare Diseases Contact
Registry at http://rarediseasesnetwork.epi.
usf.edu/cinch/index.htm.
If you do not have internet access, please
contact the Foundation at (763) 553-0020
or naf @ataxia.org to receive information on
how to register by mail. Your participation is
essential for episodic ataxia research!
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Personal Care Attendants
Please note that NAF is unable to provide attendant care
services. Due to liabilities and health concerns, NAF and
hotel employees are not able to provide this service.
Please do not attend without making arrangements for
an attendant if you need one. The following may be used
as a helpful guide for your convenience:
Senior Bridge
Tender Loving Care Home
Health Services
(312) 329-9060
(312) 768-5130
1-800-801-0420
1-866-711-4852
www.seniorbridge.net
www.tlcathome.com
In-home health care
Skilled nursing care,
aides and companion
wound care and more.
services.
Water Tower Nursing & Home Care
(312) 280-1220
www.forgoodhealth.com
Visiting nurses for social care and attendants for
personal care needs.

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

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

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

Pharmacy Options
The following may be used as a helpful guide for your
convenience:
Walgreens (24 Hour)
1-800-925-4733
www.walgreens.com
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CVS (24 Hour)
1-888-607-4287
www.cvs.com

Thorndale Pharmacy
1104 Thorndale (Broadway), Chicago, IL 60660
(773) 561-6660

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

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

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

National Ataxia Foundation

53rd Annual Membership Meeting
March 12-14, 2010
(Leadership Meeting March 11)

Join us in Chicago for the Annual Membership Meeting!

The Hyatt Regency O’Hare Hotel is pleased to provide the facilities for the
2010 National Ataxia Foundation Annual Membership Meeting. Rooms are available
at the special group rate of $149 per night. Please be sure to make your reservations by
February 15, 2010 in order to secure the special group rate. If rooms are available, the
special group rate will be extended three days before and three days after the meeting dates.
There were a limited number of ADA rooms available in our group block, but all of
these rooms are now reserved. If you are interested in putting your name on our ADA
room waiting list, please contact the National Ataxia Foundation at (763) 553-0020.
If you need ADA equipment be sure and mention this when making your room
reservation. Shower chairs, tub bars and toilet frames will be available on a first-come,
first-served basis by contacting the Hyatt Regency O’Hare Hotel front Desk upon check in.
To book your stay online, go to https://resweb.passkey.com/Resweb.do?mode=
welcome_ei_new&eventID=779322&fromResdesk=true or if you would prefer to
make your reservations by phone, please call 1-888-421-1442 or (847) 696-1234
and ask for the National Ataxia Foundation Conference special rate.
Watch for the 2010 AMM Registration Form in the Winter 2009-10 issue of Generations.
Keep checking our website, www.ataxia.org, for the latest information about the meeting.

We look forward to seeing you in Chicago!
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From the Desk of the Executive Director
Autumn has arrived and for many of us fall
means a change in season, leaves turning color,
cooler weather, and school in full swing. Here at
the National Ataxia Foundation, autumn is the
time of the year to begin reviewing important
ataxia research applications from scientists
throughout the world.
We are very excited and pleased about the
quality and number of research applications received for this year’s funding cycle. Researchers
throughout the United States, United Kingdom,
Australia, Portugal, Canada, South Africa, Italy,
and Israel need our support in
their important ataxia research
efforts. More than 40 ataxia scientists from around the world
are asking for our support for
their important research studies
which focus on many of the
SCAs, Friedreich’s ataxia,
Sporadic ataxia, A-T, Episodic
ataxia, AOA, and others.
The research funds received
throughout the year and
through the 2009 NAF Annual
Ataxia Research Drive will be Michael Parent
used to support the most promising of
these ataxia research studies. The 2009 NAF
Annual Ataxia Research Drive will begin in early
October and we need your help. The bottom
line is…more research dollars available means
more important research studies funded and
more research studies mean more answers in
stopping ataxia.
I would like to spend a moment to let you
know how the National Ataxia Foundation’s
research review process works. Great care is
given in reviewing each ataxia research application submitted to the National Ataxia Foundation. Last year, for example, nearly 50 leading
ataxia scientists and clinicians from around the
world reviewed and scored the NAF research

applications. The studies were reviewed and
scored for the quality of each study, the relevance
and impact the study has on ataxia, the qualifications of the researcher, past ataxia research
efforts of the applicant, along with many other
crucial factors in determining which studies
offer the most promise.
Those scores and review narrations are then
reviewed by a scientific panel who provide
additional comments and rank each study.
Those findings and recommendations are then
reviewed by the National Ataxia Foundation’s
Board of Directors who makes
the final funding decision.
Another key component in
determining the number of
studies funded and the dollar
amount committed for each
study are the funds available for
ataxia research and the funding
levels earmarked for each type
of ataxia. Adequate funding is
paramount; however, perhaps
even more important is the flexibility to support cutting-edge
ataxia research today which may
impact many of the ataxias.
The National Ataxia Foundation is committed
to supporting ataxia research which shows the
most promise. Some of the studies submitted for
consideration for a particular type of ataxia do
not meet the quality guidelines and standards of
the Foundation. The Foundation may have
funds available for a specific ataxia category, but
those funds may go unused because of a lack of
qualified studies for that particular type of ataxia.
Therefore, supporting NAF’s “General
Research Fund” allows the National Ataxia
Foundation the f lexibility to support the most
promising studies throughout the world. Many
Continued on page 26
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From the Desk of the Executive Director
Continued from page 25
of these studies will have a significant impact on
many other forms of ataxia.
You will still have the same ability as in previous years to support a specific type of ataxia, but
we ask you to consider designating your research
gift to the NAF “General Research Fund” in
order to allow the Foundation to support the
most promising and far reaching studies.
If you choose to designate your gift to the
“General Research Fund” or to a specific type of
ataxia, the most important consideration is that

Fall 2009

you give as generously as you can. Each research
dollar brings us closer in finding more answers
and it is only through your support that we can
give researchers the tools to help them make new
discoveries and find more answers.
Please give to the National Ataxia Foundation’s
2009 Annual Ataxia Research Drive. You will be
receiving a letter shortly asking for your support
of the Foundation’s vital ataxia research efforts
or you can go on-line today at www.ataxia.org to
make your 2009 research donation. Please give
as generously as you can, your support is crucial
in these most important research efforts. Thank
you.
❖

My Life-Changing Event
By Jessica Ridley
Everyone has gone through something that has
forced him or her to rethink their lives in a large
or small way. Spinocerebellar Degeneration. This
is a disease that is very rare and so far there is
little known about it. This disease has not only
changed my life, but also the lives of my entire
family.
In this essay I will explain how this event has
shaped my life.
About 11 years ago my mother was tested and
diagnosed with Spinocerebellar Degeneration. In
this disease there is something wrong with your
cerebellum so that your balance and coordination is not intact.
I did not fully understand what was going on,
as I was only six years old.
My mom had to stop driving her car and sell it.
When I asked her why she had to do that she told
me simply “Oh, I just can’t drive any longer.”
I had to get driven places by other people
(either my friends or my mom’s friends). Things
were starting to become more and more difficult
for her to do anything, even simple things like
walking and standing up. She had to start walk-

ing with a cane and sometimes she had to hold
my arm when she didn’t have it.
These events really shaped my life by making
me patient, because if we ever wanted to go anywhere we had to take specific considerations like
how we would get there, how long it would take
to do whatever we came to do, and how we
would get home. Because she was unable to drive
we got a lot of rides from people and as a result,
I know some very nice people who are willing to
help others.
I also learned from their examples of charity
how to be more charitable myself. This made me
into a strong and humble individual. I believe
that in order to live with someone who needs as
much help as my mother does, you have to be
willing and patient and I believe I am.
Spinocerebellar Degeneration is a rare disease,
and it has changed my life. I hope that by reading
this you now know how I live my life taking care
of someone else because of a life-changing diagnosis. By taking care of my mother I learned how
to put someone else’s needs before my own. ❖
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NAF Provides Input into Action Plan
for Those with Physical Disabilities
The National Ataxia Foundation was invited
to represent those with ataxia at a meeting of the
Paralysis Task Force (PTF) held in Washington
D.C. July 21-23. Representatives from a variety
of patient advocacy groups and voluntary health
organizations as well as other stakeholders
attended this meeting to discuss important
legislation. The Christopher and Dana Reeve
Paralysis Act was recently passed as part of the
Omnibus Public Land Management Act of 2009.
Its passage holds important implications for individuals with paralysis and physical disabilities.
The Act mandates the development of “… a
national paralysis and physical disability quality
of life action plan that promotes health and
wellness in order to enhance full participation,
independent living, self-sufficiency and equality
of opportunity for people with paralysis and
other physical disabilities.”
Ataxia and its symptoms are not usually
described using the word “paralysis,” however a
new, operational definition of the term has been
created and is inclusive of a variety of movement
disorders (including ataxia): “Paralysis is a
central nervous system disorder resulting in
difficulty or inability to move the upper or lower
extremities.” (This definition was determined by
efforts between the Christopher and Dana Reeve
Foundation Paralysis Resource Center and the
Division of Disability and Health Policy, Center
for Development and Disability at the University
of New Mexico School of Medicine.) Most
people affected by ataxia would agree that they
have difficulty moving their arms or legs.
One of the announcements made at the
meeting was the results of a recently completed
population survey which found much larger
numbers of people reporting paralysis (meaning
difficulty moving your arms or legs) than was
previously thought, nearly 5.5 million people.

That large number of people can mean more
ground-breaking research, education and advocacy for those living with this disability.
The goal of the meeting was to make recommendations which will form the basis of the
national action plan for paralysis and physical
disability. Issues that were discussed included:
• Economic disparity between the disabled
and abled
• Improvement of quality of life for those with
disabilities
• Training on how to select and train personal
care attendants
• Improvement of access to health care by
those with disabilities
• Better education for caregivers
• Better access to recreational activities
There was a sincere desire by the organizers
of this meeting to hear from all voices of the
disabled community. They believe that working
across all types of disabilities will advance the
agenda to allow full inclusion and participation
for people with disabilities. More work needs to
be done, but there was a passion by the participants to improve quality of life for those with
disabilities and now with the Christopher and
Dana Reeve Paralysis Act signed and funded,
progress should be made. Keep watching for
❖
updates.

Matching Gifts
Many employers will match your gift to
NAF. Please ask your employer if they have
a Matching Gifts Program. If they do, your
gift will double in value.
Each dollar contributed brings help and
hope to ataxia families across the country.
Thank you for your support.
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I Have Ataxia
By Bob Clausen
You may be wondering about my condition: the walker, my difficulty in speaking, and
my inability to reach down and pick things
up. Guessing that it might be a bit awkward for
some of you to ask questions, here is some information about my condition. If you do have questions, please don’t hesitate to ask.
I have Spinocerebellar ataxia. It is a neurological impairment caused by misfires between my
cerebellum (at the base of my brain) and my
spinal column. It is not caused by stroke or inner
ear problems or circulatory problems. After lots
of testing my doctors cannot confirm just which
ataxia I have, but that diagnosis may come in
time. My ataxia is most likely genetic and
progressive.
My cerebellar nerve cells misfire when sending an impulse to the next nerve. I feel the effects
when I am standing or when speaking or when
reaching out to pick up something. On the good
side I have no pain or vertigo and my thinking

New Database
at NAF
The National Ataxia Foundation is in the
process of adopting a new database system for our informational records and needs
– including both membership and mailing
lists.
This new database system has many
exciting capabilities and features that will
allow the Foundation to better serve our
members.
Though we anticipate a smooth transition
to this new system, we hope you will inform
our staff of any issues or problems that may
arise.
We appreciate your feedback and look
forward to better serving our membership.

and memory are unaffected by this ataxia.
Although I am wobbly when standing, when I
am sitting, I have few symptoms. I do have full
feeling in my arms and legs.
Spinocerebellar ataxia can begin in childhood
or anytime after that, often in middle age. It is
classified as a rare disease affecting perhaps five
people out of 100,000 and appears all over the
world. In my case I started showing symptoms
about six years ago, but looking back, there were
indications some time before that.
What do I do for this condition? Well, at this
time there are no magic drugs or foods or exercises that will cure what I have. I use a walker and
a cane for balance, and fortunately our house is all
on one f loor. Because stairways are difficult for
me, we had Tobin Turnbough put a power lift
(like those on busses) in our garage so I don’t
have to go up and down steps to our home. It has
been a godsend for me. I continue my speech
therapy so you can better understand what I have
to say. If you don’t hear or understand what I say,
please ask me to repeat. Your feedback helps me
so much.
My wife Melissa and I still do much of what we
have been doing. We travel, we visit with family
and friends, we go to theater and dinner events,
we are active in several car and computer organizations, and we are Internet surfers. We may
have slowed down a bit, but we are still enjoying
our lives and the freedom of the open road.
Where can you go for more information? The
National Ataxia Foundation (www.ataxia.org)
has lots of information on the various forms of
ataxia, on current research projects, and on publications that have more details on ataxia. Brain
research and genetic testing are important keys
to finding help for patients who have ataxia,
Parkinson’s, Huntington’s, Lou Gehrig’s and
❖
other neurological conditions.
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NAF Board Member Named to Georgia
Council on Developmental Disabilities
The National Ataxia Foundation would like to
congratulate NAF Board Member and Atlanta
Ataxia Support Group leader Dave Zilles on his
recent appointment to the Georgia Council on
Developmental Disabilities (GCDD).
Mr. Zilles will be working with the Deputy

Director of the GCDD, Dr. Pat Nobbie on
legislative initiatives as well as other appropriations to provide home and community based
services for individuals with cognitive and physical disabilities. We wish Mr. Zilles great success
❖
in this position!

Development of Methods to Determine
the Pharmacodynamic Effect of HDAC
Inhibitors on Frataxin Expression
By James Rusche, PhD, srVP, Research and Development, Repligen Corporation
The following is a research summary of the Kyle Bryant Friedreich’s Ataxia Translational Research Award
that was funded in 2008.
The development of new treatments for
Friedreich’s ataxia include treating symptoms
caused by the genetic mutation in the frataxin
gene or reversing the low expression of the gene
frataxin. The restoration of the frataxin protein
levels is an approach meant to modify the course
of Friedreich’s ataxia.
Recent studies have suggested that compounds
that change the chromatin covering the frataxin
gene can result in raising the amount of frataxin
protein. This observation has been shown in
primary cultures of patient cells as well as a
transgenic mouse model containing a triplet
repeat expansion within the frataxin gene similar
to that seen in patients. While these are promising observations, the use of HDAC inhibitors
chronically in patients requires methods to
monitor the effect of a specific treatment on the
frataxin gene to help guide what dose of drug to
use and how often to take the drug in order to
get the maximum positive effects with the least
toxicities.

The objective of this grant was to use model
HDAC inhibitors to establish baseline measures
of compound effects on frataxin gene expression.
Two model compounds were used to establish a
quantitative measure of drug in blood and brain
tissue using a sensitive technique called liquid
chromatography/mass spectroscopy or LC/MS/
MS. The compounds were tested at various
doses and the fraction of drug that could get to
brain tissue in mice was determined. The studies
allowed a comparison of drug in brain tissue of
transgenic mice and correlate that to the amount
necessary to get more frataxin protein expressed.
A key finding was that the effect of increased
frataxin protein lasted much longer than the
presence of drug. This helps consider how to
use these compounds in dosing patients.
The development of these measures to correlate gene expression with drug levels in animal
blood and tissue was successful and will form the
foundation for making similar measures in blood
samples during clinical trials in patients.
❖

Gen_0903_25-36.qxp:Layout 1

9/17/09

2:18 PM

Page 30

Page 30

Fall 2009

Generations

NAF Merchandise
BOOKS

VIDEO / CD

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

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

by Linda Hanner and contributor John J. Witek, MD

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

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

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

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

Qty. Size

Each

Total

NAME: _____________________________________

____________________________________________

ADDRESS: __________________________________

____________________________________________

CITY ________________ STATE: ____ ZIP: _______

____________________________________________

PHONE: _____________________________________

____________________________________________

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

SUBTOTAL:

_____________________________

Shipping:

(Add) $5.00

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

CIRCLE ONE:

Visa

Mastercard

NAME ON CARD: ____________________________
CARD #: ____________________________________

ORDER TOTAL: ___________________________

EXP DATE: ___________________________________

PLEASE ALLOW 4-6 WEEKS FOR DELIVERY

SIGNATURE: _________________________________
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Using RNA Interference to
Silence the SCA3 Disease Gene
By Henry Paulson, MD, PhD and Edgardo Rodriguez-Lebron, PhD
University of Michigan
The following is a research summary of a grant funded by NAF.
Spinocerebellar ataxia type 3 (SCA3) is one of
many dominantly inherited ataxias for which
currently there is no effective therapy. Because
the disease gene in SCA3 and many other dominantly inherited ataxias is believed to produce a
“toxic” protein, efforts to reduce the level of
such gene products are a logical and feasible route
to preventive therapy. Our NAF-funded studies
tested whether the powerful new technology
known as RNA interference (RNAi) could be
harnessed to turn off the disease gene in SCA3,
a gene known as the ATXN3 gene.
Previous studies by our group and others
showed that expression of the SCA3 disease protein, ataxin-3, could indeed be suppressed
through RNAi. RNAi is remarkably good at
regulating gene expression in cells and organisms. But many uncertainties linger regarding its
potential use as disease therapy for SCA3 and
other neurodegenerative diseases. These uncertainties include whether the RNA interference
reagents will be: 1) selective for the disease gene,
2) potent enough to turn off a disease gene,
which is often expressed at low levels in the
human brain, and 3) capable of targeting the
various polymorphic forms of a disease gene in
all persons with that disease. Our studies began to
address these questions in SCA3.
To begin tackling these questions, we sought
out the “best” target sequences within the
ATXN3 transcript. We systematically tested
sequences in both the protein coding and the
downstream (untranslated) parts of the gene. We
found that the most easily targetable, and thus
“best,” sequences resided in the 3’ untranslated

region of the ATXN3 gene. This region also
happens to be the site in genes where most naturally occurring RNAi molecules bind to target
sequences. Thus, the sequences we identified
were in the correct biological spot, so to speak.
We identified several sequences with which to
generate RNAi reagents. These anti-SCA3
RNAi reagents proved highly effective at
suppressing expression of the disease gene in
human cells.
Why were these newly designed reagents more
effective than past reagents that we and others
have made? Well, in part because we designed
them to mimic the naturally occurring RNAi
molecules that exist in all of us. These natural
RNAi molecules are known as microRNAs. We
incorporated elements of microRNA design into
these anti-SCA3 RNAi reagents. Having generated these reagents, we then tested their ability
to silence a reporter gene that possessed just the
3’ untranslated region of the ATXN3 gene.
Indeed, they were very effective at silencing this
reporter gene. These results encouraged us to
generate recombinant adeno-associated viruses
(AAV) that express the RNAi reagents. AAV can
be injected safely into the mouse brain, where it
enters cells and produces the RNAi molecule
indefinitely.
While we were generating these reagents, we
also completed our assessment of the SCA3
transgenic mouse published several years ago by
Drs. Cemal and Chamberlain. This mouse is the
ideal mouse model in which to test RNAi
Continued on page 32
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Using RNA Interference...
Continued from page 31
reagents because it expresses the full human gene
for SCA3. If the RNAi-expressing viral reagents
work in this mouse, we would anticipate that
they would work in human neurons as well.
With the anti-SCA3 virus now in hand, and the
knowledge that the endogenous form of the
SCA3 disease gene can be turned off by our
reagents, we have begun injecting these viruses
into the brains of SCA3 transgenic mice. Our
goal in these injections is to reduce expression of
the disease gene and prevent the development of
disease in the mice.
These studies, performed thanks to funding
from NAF, put us in a good position to write a
larger research grant to the National Institutes of
Health (NIH). A few months ago, this grant was
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favorably reviewed by peer scientists at NIH.
Hopefully, we will receive funding from NIH to
continue the mouse studies in the near future. It
is vital that we test these RNAi viral reagents in
SCA3 transgenic mice, which express the full
human ATXN3 gene. If our studies are successful in the mouse, they will constitute a critical
“preclinical” step that would bring us closer to
delivering anti-SCA3 RNAi reagents to people
with disease.
Many more steps will need to be taken before
RNAi can make its way to the neurology clinic
for the benefit of SCA3 patients. We are now
positioned to take the critical first step: Testing
the safety and efficacy of our RNAi reagents
in the mouse model. We will be eager to give a
follow-up report to NAF describing our ongoing
results in the mouse model.
❖

Town Hall Meeting with NIH
Director, Dr. Francis S. Collins
By Carolyn Davis
Chesapeake Chapter Support Group Leader
On September 9, Dr. Francis Collins, recently
sworn in as Director of the National Institutes
of Health, held a “Town Hall Meeting with
Constituents” with over 300 medical, scientific,
research, and patient advocacy organizations in
attendance.
In his initial remarks, Dr. Collins emphasized
the importance of investigator-initiated research
as the foundation of biomedical advances and the
engine of biomedical progress. To encourage
innovation NIH has spent a year evaluating their
peer review system and are now implementing
recommended changes. (See their website http://
enhancing-peer-review.nih.gov.) In presenting his
vision for NIH, Dr. Collins spoke to five major
areas of opportunity.
1. Applying unprecedented opportunities in

genomics and other high throughput technologies to understand fundamental biology and to
uncover the causes of specific diseases. Dr.
Collins spoke specifically about the Cancer
Genome Atlas, a comprehensive effort to accelerate our understanding of cancer, but he also
emphasized the necessity of working together
across various diseases to develop prevention and
treatment options.
2. Translating basic science discoveries into
new and better treatments. Dr. Collins spoke
about the basic research necessary to develop
drugs and produce new treatments. In this regard
he mentioned the TRND program (Therapeutics for Rare and Neglected Diseases), which was
announced in May as a drug discovery and
development program intended to stimulate 
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research collaborations with academic scientists
working on rare diseases. (See their website
http://rarediseases.info.nih.gov/.)
3. Putting science to work for the benefit of
health care reform. Dr. Collins stressed the
importance of comparative effectiveness studies
that measure the benefits different treatments
produce. He advocates personalized medical
treatments and has authored a book on the
subject to be published in early 2010.
4. Encouraging a greater focus on global health.
Dr. Collins indicated at the beginning of his presentation that supporting biomedical research
throughout the world is an important part of
their mission. Collaboration with philanthropies
is an essential part of this initiative.
5. Reinvigorating and empowering the biomedical research community. In the last six or
seven years only one in five grant applications
were being funded. With the need to apply
resources creatively, NIH launched its Roadmap
for Medical Research in 2004. (See their website
http://nihroadmap.nih.gov/about.asp.) This allowed NIH to consider innovative proposals for
research that spanned various medical areas
and/or were considered risky. Dr. Collins also
mentioned training programs for researchers and
fostering cohesion among researchers.
In a question and answer period following his

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
Pager: 518.422.3491
E-mail: Arnulf.Koeppen@ va.gov
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presentation, Dr. Collins addressed rare diseases
which aff lict 21 million people in the United
States. Now is the opportunity to push this
agenda and develop therapeutic approaches
through NIH and private sector partnerships
such as TRND.
The questions he posed included: Who is available to enroll in a trial? Where are they located?
Are they ready? Do you know the natural
history? Have biomarkers been established?
What other resources are available?
Now is the time for this preparation.
In concluding his remarks, Dr. Collins
expressed the need for help in this “marathon”
of medical research in these particular areas:
• A common and consistent voice in support
of the importance of medical research, including
stories of how lives have changed,
• New and compelling ways to describe NIH
research to decision makers and the public, and
• Keeping channels of communication wide
open between NIH and its constituents.
He invited each organization to submit a brief
summary of issues about which the Directors of
NIH and its Institutes and Centers should know.
This should be sent to NIH-Listens@nih.gov.
Questions, input, and feedback can continue to
be submitted in this same way. We are all part of
❖
the team.

How Did You
Celebrate IAAD?
The 10th Annual International Ataxia
Awareness Day held on September 25 is
now history, but your stories on how that
day was celebrated and recognized could
live on in a future issue of this newsletter!
Please send your articles, photos, proclamations and clippings of news coverage by
mail to NAF, 2600 Fernbrook Lane, Suite
119, Minneapolis, MN 55447-4752 or by
e-mail to Liz Werner at liz@ataxia.org.
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Seek a Miracle Ataxia Group (SAMAG)
SAMAG Celebrates its Third Anniversary
By Chandu George
On June 26, 2006, Seek a Miracle Ataxia
Group (SAMAG) started with a handful of people who aimed to spread awareness about ataxia
and to work for the welfare of ataxians in India.
The journey was very difficult for SAMAG but
slowly and steadily the group created a forum for
ataxians – bringing them hope and a voice.
SAMAG recently held an event celebrating its
third anniversary of serving the ataxia cause. The
celebration took place in June and began with
the lighting of the Indian traditional lamp by
the honorable chief guests, Mr. Satthi Reddy
(ex-councilor) and Dr. Jhonsey Thomas (clinical psychologist and health consultant).
The SAMAG theme song was sung and a welcome note was given by Miss Priyanka Lokray
(SAMAG volunteer). Chief guests were invited
to the stage and presented with flower bouquets.
The program was presented by Satish Kumar

SAMAG members ask questions during their
June 26 meeting.
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(sound engineer, chief spokesperson of SAMAG)
and as the program progressed there was a small
skit staged and enacted by SAMAG volunteers
(Sai Kiran, Sandeep, Sai Raj, Bunny, and Satish
Kumar). The skit’s main theme was how to explain to the general public how ataxia physically,
emotionally, and socially affects individuals who
have it. The skit also stressed the importance for
those with ataxia to have a positive attitude and
self belief in order to create fruitful and meaningful lives.
Mr. Sathi Reddy said SAMAG is one of the
best forums for spreading awareness and working towards the welfare of ataxians in India. Later,
he distributed mementoes and certificates to
members who were honored for serving and
supporting SAMAG from the day of its inception. Dr. Johnsey Thomas shared information on
what ataxia is and how it can be identified and
advice on managing life with it. He became
emotionally tearful while expressing his heartfelt
appreciation for being associated with SAMAG.
Out of his experience, Mr. Chandu George
conveyed a message of how ataxians, family,
friends, and society can come forward and lead
meaningful and complete lives. The concluding
note was given by Mr. Satish Kumar who briefed
the crowd about all the SAMAG activities that
are carried out to promote awareness about ataxia
in India and appealed earnestly on the requirements to achieve the objectives of SAMAG.
Finally the vote of thanks was given by Mr.
George (senior), who thanked the chief guests
for sharing their views for the occasion. He also
expressed his heartfelt thanks for the entire
SAMAG team for their collective efforts in making this event a grand success. Members of the
media were also thanked for their coverage of 
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the event. The program came to a close with an
invitation for everyone who attended this meeting to sign a petition chart pledging their support
to work for welfare of individuals with ataxia and
to promote awareness.
SAMAG Celebrates World Environment Day
By Chandu George
Seek a Miracle Ataxia Group (SAMAG) celebrated world environment day on June 5 in India
(Hyderabad) by planting tree saplings in honor
of the ataxia-affected community. The plants
symbolize hope and love and generate much
needed awareness about ataxia
in India.
SAMAG extends its sincere
thanks to the
event sponsors
(Sri Narayani
peetam in coordination with
Shera services),
and young volunteers led by
Satish Kumar,
Shalini, Ramya,
SAMAG members at their
Jyotsana, ChanJune 5 tree planting ceremony. dana, Srinivas,
Sai Kiran, Laxmi Kanth, Govardhan and Vishnu
who did a fabulous job with their services –
without whom this event couldn’t have been a
success.
Greater Cincinnati Support Group
By Jennifer Mueller
Things are off to a great start! We had our first
meeting on April 20 and a second one on June 1.
Both were held at Christ the Redeemer Church.
There were about nine people at each meeting,
with most of them having some form of ataxia,
also a caregiver, a spouse, and a set of parents who
have a child with Friedreich’s ataxia. We also had

The Greater Cincinnati Support Group at their
July 25 picnic.

a picnic on July 25. Although it was an iffy day
weather-wise, it turned out to be a great day to
have a picnic. We didn’t have to fight for parking,
for a shelter, or for tables, nor did we have to
worry about bugs or terrible heat!
I am scheduling our next meeting, probably for
late September, and am hoping to have a guest
speaker attend.
Northern California
Ataxia Support Group
By Rebecca Douglass
The July 11 meeting was opened by Deborah
Omictin, group leader. Announcements were
made, newcomers were welcomed, and a delicious lunch was served.
The speaker of the day was Dr. Vicki Wheelock, a favorite of the group. She is an Associate
Clinical Professor in the Department of Neurology at UC Davis, and Director of the GHPP
Clinic. Her topic was “Ataxia and Stem Cell
Research.” She outlined research in this field,
from the very first stem cell therapy in the 1950’s
(in the form of bone marrow transplants) to the
latest possibilities, including embryonic stem
cells, adult tissue-specific stem cells and induced
pluripotent (iPSC) cells which can make multiple cell types. The message was encouraging and
Continued on page 36
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Chapter and Support Group News
Continued from page 35
uplifting. Research is going forward with new
grants, especially considering the lifting of the
ban on federal funding. Her closing statement
was significant – a quote from the first man to
step on the moon, astronaut Neil Armstrong:
“One small step for man – One giant leap for
mankind.”
After adjournment, the planning committee
for IAAD met to formalize plans for an upcoming fundraiser.
Greater Atlanta Ataxia Support Group
By Dave Zilles
On June 6, members of the Greater Atlanta
Ataxia Support group participated in our second
annual fund raising event, the 50/50 Raff le, at
the Atlanta Braves Stadium. This event allows us
to sell raff le tickets for the Braves organization
and receive 25 percent of the proceeds and also
get into the game at no charge. This year we
were able to raise $572.50. We had a great
turnout and the weather was terrific.
On August 22, we held our support group
meeting at the Emory Rehabilitation Center.
Our guest speaker was Nick Williams from
UHS Pruitt Corporation, a company that provides professional health care services. He talked
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about community services and assisted living
facilities available in Georgia.
We also discussed our plans for International
Ataxia Awareness Day. This year, like the past
six years, we will have a Proclamation signed
by the Governor proclaiming September 25
“International Ataxia Awareness Day in Georgia.” We will also have a group picture taken
with the Governor and have our annual IAAD
Picnic at Lake Lanier on September 27.
On November 6-8, the Abilities Expo will be
in Atlanta and the support group along with Earl
McLaughlin (member of NAF’s Board of
Directors and San Diego Ataxia Support Group
Leader) will be staffing the booth at the event.
We are real excited about this opportunity to
have the Expo back in Atlanta.
Other discussion items included plans for
our holiday event on December 12 as well as a
discussion about future NAF annual meetings
being regionally supported (by the support
groups within a region joining forces to support
the event both financially and with staff to run
the meeting). This would still mean only one
meeting a year but without having to rely on one
support group to manage the whole process.
The consensus of our support group was that
this was a good idea because it would allow
plenty of time to raise the necessary funds and
also move the meetings around the country to
allow greater participation.


The Greater Atlanta Ataxia Support Group at their 50/50 Raff le fundraiser.
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West Central Florida
Ataxia Support Group
By Crystal Frohna
The first meeting of the WCFASG this summer was July 10 at our new home at Morsani
Hall at USF in Tampa. Dr. Theresa Zesiewicz
was our featured speaker. She has generously
offered to provide lunches for our meetings and
has “loaned” me her personal assistant to handle
secretarial duties for the group. Dr. Zesiewicz
discussed her positive results in clinical trials
using the drug Chantix, which improved
patients’ results up to 80 percent. The drug does
have some side effects. Dr. Zesiewicz is currently
looking for patients with SCA-1, 2 and 6.
On August 27, FARA and the ARC (Ataxia
Research Center) held a Symposium at Morsani
Hall called “Understanding Energy for a Cure.”
Speakers included the CEO of the University of
Florida’s Health Department, Dr. Klasko, and
Dr. Krischer, an ataxia researcher associated with
the NIH. The founder of FARA spoke to a
crowd of 150 symposium attendees about how
he founded the organization, and Dr. Zesiewicz
filled us in on the progress at the ARC. They explained that if they can fix the amount of frataxin
a person with FA has that they are very close to
finding a cure for FA! It was all very exciting.
Our own Nygel Lenz, along with Kyle Bryant,

of “Ride Ataxia” fame, and Avery Zaritsky
participated in a panel giving the patients’ perspective on living with FA.
On September 1, I was privileged to meet
Tampa Mayor Pam Iorio in her office along with
Dr. Gooch, Chairman of Neurology at USF,
Paul Avery and Dr. Zesiewicz. Mayor Iorio had
issued two proclamations of IAAD, one for
FARA and one for NAF. I have the NAF proclamation in a gold case covered by glass. I plan to
bring that and some pictures to our next meeting, which is September 12.
❖

Call for Award
Nominations

Macy’s Shopping
Day for NAF

Do you know a healthcare professional
who deserves recognition for all he/she has
done in treating your hereditary ataxia?
Nominate them for a Genetic Alliance award
today!
The deadline for the Art of Listening Award
is November 2. For more information and
the nomination form, please visit http://
geneticalliance.org/ws_display.asp?filter=
conference2010.awards

On Saturday, October 17, purchase a
Macy’s shopping ticket for $5. The shopping
ticket is good for 10%, 20%, or 25% off and
a chance to win a $500 Macy’s gift card on
shopping day. Tickets are redeemable at
any Macy’s store nationwide.
Please contact Tanya Tunstull at tinyt
48221@yahoo.com for tickets. All proceeds
from ticket sales benefit the National Ataxia
Foundation.

Tampa Mayor Pam Iorio (center) presents
IAAD proclamations to (left to right) Dr. Gooch,
Chairman of USF Neurology; Paul Avery,
FARA advocate; Dr. Theresa Zesiewicz, Head
Neurologist at the Ataxia Research Center at
USF; and Crystal Frohna, NAF West Central
Florida Ataxia Support Group Leader.
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Chapters, Support Groups
and Ambassadors
The following is a list of National Ataxia Foundation chapters, support groups and ambassadors. The
use of these names, addresses and phone numbers for any purpose other than requesting information
regarding NAF or joining a chapter or support group is strictly prohibited. We encourage you to contact the
chapter or group nearest you.

Chapters
Chesapeake Chapter
Carolyn Davis, President
1444 Crowell Rd.
Vienna, VA 22182-1510
(703) 759-2008
E-mail: ccnafpres@gmail.com
www.ataxia.org/chapters/Chesapeake/default.aspx

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

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

Support Groups
Alabama
ALABAMA ATAXIA S.G.
Becky Donnelly
16 The Oaks Circle
Hoover, AL 35244
(205) 987-2883
E-mail: donnelly6132b@aol.com
www.ataxia.org/chapters/Birmingham/default.aspx

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

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

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

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

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

San Diego Ataxia S.G.
Earl McLaughlin
2087 Granite Hills Dr.
El Cajon, CA 92019
(619) 447-3753
S.G. e-mail: sdasg@cox.net
Earl’s e-mail: emclaugh@cox.net
Web: www.geocities.com/ataxia_sdasg
www.ataxia.org/chapters/SanDiego/default.aspx
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Colorado
DENVER AREA ATAXIA S.G.
Charlotte DePew
22632 E. Rowland Dr.
Aurora, CO 80016
(720) 379-6687
E-mail: cldepew77@comcast.net
www.ataxia.org/chapters/Denver/default.aspx

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

Florida
NORTHEAST FL ATAXIA S.G.
John Richwine
4480 Deerwood Lake Parkway #152
Jacksonville, FL 32608
(904) 996 -0698
E-mail: sirichwine@aol.com
www.ataxia.org/chapters/NortheastFlorida/default.aspx
WEST CENTRAL FL ATAXIA S.G.
E-mail: wcfasg@gmail.com
www.ataxia.org/chapters/TampaBay/default.aspx

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

Illinois
GREATER CHICAGO AREA ATAXIA S.G.
Craig Lisack
410 W. Mahogany Ct., Unit 505
Palatine, IL 60067
(847) 496-7544
E-mail: caasg2@aol.com
Richard Carr
120 South Elm
Mount Prospect, IL 60056
(847) 253-2920
E-mail: caasg@comcast.net
www.ataxia.org/chapters/Chicago/default.aspx
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METRO AREA CHICAGO ATAXIA S.G.
Christopher Marsh
5633 N. Kenmore, Apt. 059
Chicago, IL 60660
(773) 334-1667
E-mail: cmarsh34@ameritech.net
http://health.groups.yahoo.com/group/u-r-notalone/
www.ataxia.org/chapters/ChrisMarsh/default.aspx

Indiana
SOUTHERN IN ATAXIA S.G.
Monica Smith
1102 Ridgewood Dr. Apt. 4
Huntingburg, IN 47542
(812) 630-4783
E-mail: monicasfaith@insightbb.com
www.ataxia.org/chapters/Louisville/default.aspx

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

Louisiana
See Louisiana Chapter

Maine
ME ATAXIA S.G.
Kelley Rollins
P.O. Box 113
Bowdoinham, ME 04008
E-mail: rollins@gwi.net

Maryland
See Chesapeake Chapter

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

Michigan
DETROIT AREA ATAXIA S.G.
Tanya Tunstull
20217 Wyoming
Detroit, MI 48221
(313) 736-2827
E-mail: tinyt48221@yahoo.com
www.ataxia.org/chapters/Detroit/default.aspx
WESTERN MI ATAXIA S.G.
Lynn K. Ball

Continued on page 40

Gen_0903_37-48.qxp:Layout 1

9/22/09

10:39 AM

Page 40

Page 40

Generations

Fall 2009

Chapters, Support Groups and Ambassadors
Continued from page 39

Denise Mitchell
E-mail: markmeghan@aol.com
www.ataxia.org/chapters/Tri-State/default.aspx

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

North Carolina

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

Mississippi
See Mississippi Chapter

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

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

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

See South/North Carolina

Ohio
GREATER CINCINNATI S.G.
Jennifer Mueller
5530 Hamilton Ave. #24
Cincinnati, OH 45224
(513) 834-7002
E-mail: jenmu@yahoo.com
www.ataxia.org/chapters/JenniferM/default.aspx

Oklahoma
OKLAHOMA ATAXIA S.G.
Darrell Owens
5700 S.E. Hazel Rd.
Bartlesville, OK 74006
(918) 331-9530
E-mail: droopydog36@hotmail.com
www.ataxia.org/chapters/DarrellOwens/default.aspx

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

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

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

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

H-No: 5-95/20, Sri Laxmi Nagar Colony, Old Alwal
Secunderabad, 500 010 India
Phone: 0091-40-27961269
Mobile: 0091-9949019410 Fax: 091-040-27971043
E-mail: sam_ataxiaindia@yahoo.com
www.ataxia.org/chapters/Chandu/default.aspx

Utah

Ambassador Listing

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

Virginia
See Chesapeake Chapter

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

Social Networks

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

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

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

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

India
SAMAG (INDIA ATAXIA S.G.)
Chandu Prasad George. CH,

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

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

Continued on page 42
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Chapters, Support Groups and Ambassadors
Continued from page 41
Florida
Jim Henderson
3212 Lee Shore Loop
Orlando, FL 32820
(407) 568-9092
E-mail: jamesone24@aol.com
www.ataxia.org/chapters/JimHenderson/default.aspx
Cindy Steever-Ziegler
1534 Senior Ct.
Lehigh Acres, FL 33971
(239) 878-3092
E-mail: csteever@msn.com
www.ataxia.org/chapters/Cindy/default.aspx

Georgia
Kristie Adams
258 Beaufort Rd.
Savannah, GA 31419
E-mail: opal1011@comcast.net
www.ataxia.org/chapters/KristieAdams/default.aspx

Illinois
Elaine Darte
36 Lindorf Dr.
Belleville, IL 62223
(618) 397-3259
E-mail: elainedarte@yahoo.com
www.ataxia.org/chapters/SouthernIllinois/default.aspx

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

Maryland
Tim Daly
(410) 715-1241
E-mail: tim@accessgroup-md.com
www.ataxia.org/chapters/HowardCounty/default.aspx
Karen Rosenberger
6411 Spring Forest Rd.
Frederick, MD 21701
(301) 682-5386
E-mail: kdrosenberger@comcast.net
www.ataxia.org/chapters/KarenRosenberger/default.aspx

Minnesota
Lori Goetzman
5179 Meadow Dr.
Rochester, MN 55904
(507) 282-7127
E-mail: logoetz@gmail.com
www.ataxia.org/chapters/LoriGoetzman/default.aspx

Fall 2009

Julie Schuur
218 Cashin Dr.
Luverne, MN 56156
(507) 283-2555
E-mail: jschuur@iw.net
www.ataxia.org/chapters/JulieSchuur/default.aspx

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

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

North Carolina
Norma Bryant
5309-B Wayne St.
Raleigh, NC 27606
(513) 543-9563
E-mail: normabryant1@gmail.com

Ohio
Joe Miller
Box 148
Mesopotamia, OH 44439
(440) 693-4454
E-mail: kakah@windstream.net
www.ataxia.org/chapters/JoeMiller/default.aspx
Cecelia Urbanski
7852 Country Court
Mentor, OH 44060
(440) 255-8284
E-mail: wurbanski@oh.rr.com
www.ataxia.org/chapters/CentralOhio/default.aspx

Oklahoma
Mark Dvorak
915 Thistlewood
Norman, OK 73072
(405) 447-6085
E-mail: czechmarkmhd@yahoo.com
www.ataxia.org/chapters/Ambassador/default.aspx

Tennessee
Vicki Tyler
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7405 Birkdale Place
Nashville, TN 37221
(615) 646-3024
E-mail: vickityler@comcast.net

Texas
Linda Crawley
200 Spring Grove Dr.
Liberty Hill, TX 78642
(245) 793-9409
E-mail: calebsnana2@msn.com
www.ataxia.org/chapters/LindaCrawley/default.aspx
Jose Julio Vela
6702 Long Meadow
Corpus Christi, TX 78405
(361) 993-9006
www.ataxia.org/chapters/JoseJulioVela/default.aspx
Barbara Pluta
356 Las Brisas Blvd.
Seguin, TX 78155-0193
(830) 557-6050
E-mail: acemom65@att.net
www.ataxia.org/chapters/BarbaraPluta/default.aspx
Dana LeBlanc
2801 W. Sunset #59H
Orange, TX 77630
(409) 883-5570
E-mail: tilessal@yahoo.com
Web: http://ladyd1973.tripod.com/index.html
www.ataxia.org/chapters/GoldenTriangle/default.aspx

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

Washington
Linda Jacoy
PO Box 19045
Spokane, WA 99217
(509) 482-8501
E-mail: ljacoy@hotmail.com
www.ataxia.org/chapters/Spokane/default.aspx
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Bob Coulter
PO Box 9062
American Samoa 96799
(684) 688-2437
www.ataxia.org/chapters/BobCoulter/default.aspx

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

Canada
Susan M. Duncan
#401-1330 Richmond Rd.
Ottawa, Ontario K2B 8J6
(613) 820-7990
E-mail: smduncan1@sympatico.ca
www.ataxia.org/chapters/SusanDuncan/default.aspx
Prentis Clairmont
299 Somerset West, Apt. 402
Ottawa, Ontario K2P 2L3
(613) 864-8545
E-mail: prentis.clairmont@qmail.com
www.ataxia.org/chapters/PrentisClairmont/default.aspx
Terry Greenwood
120 Sunnyside Blvd.
Winnipeg, Manitoba R3J 3M2
(204) 488-4155
E-mail: wpgmagic@shaw.ca
www.ataxia.org/chapters/TerryGreenwood/default.aspx

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

International Ambassadors
American Samoa

Share Your Story
NAF invites individuals, caregivers, friends
and family members to share personal
stories about your experiences. If possible,
tell how NAF has made an impact in your
life or situation.
Stories submitted should be no longer
than 1,200 words and should be sent to
liz@ataxia.org for publication consideration.

❖
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Calendar of Events
Saturday, October 3, 2009

Tuesday, October 20, 2009

Gilbert SC 5K Walk, Run, & Roll
Registration is from 7:45 - 8:45 a.m. Race begins
at 9:00 a.m. at the First Baptist Church, 441
Lewie St., Gilbert, SC. All proceeds benefit NAF.
For more information please contact Anna Hite at
doca35@att.net or (803) 532-2447.

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

Saturday, October 10, 2009

Thursday, November 5, 2009

Kansas City Area Ataxia Support Group Meeting
2 - 4 p.m. at the Northeast Library, 65 Wilson
Ave., Kansas City, MO. For more information
contact Lois Goodman at (816) 257-2428 or
Jim Clark at clarckstone9348@sbcglobal.net.
www.ataxia.org/chapters/KansasCity/default.aspx
North Texas Ataxia Support Group Meeting
10 a.m. - noon at the Los Colinas Medical Center
located at 6800 Mac Arthur Blvd. at Hwy 161,
Irving, TX. Enter through the main building and follow the signs. Contact David Henry Jr. at
cheve11e@sbcglobal.net for more information.
www.ataxia.org/chapters/ NorthTexas/default.aspx
Northern California Ataxia S.G. Meeting
11:30 a.m. - 3:00 p.m. at Our Savior’s Lutheran
Church, 1035 Carol Lane, Lafayette, CA. For more
information contact Deb Omictin at rsisbig@aol.com or (510) 783-3190. www.ataxia.org/
chapters/NorthernCalifornia/default.aspx

Abilities Expo – Atlanta
November 5 -7 at the Cobb Galleria Convention
Center in Atlanta, GA. www.abilitiesexpo. com

Wednesday, October 14, 2009
2009 Child Neurology Society Annual Meeting
October 14-17 at the Marriot Downtown in
Louisville, KY. www.childneurologysociety.org
Willamette Valley Ataxia Support Group Meeting
11:30 a.m. – 1 p.m. at Albany General Hospital,
1046 Sixth Ave. SW, Albany, OR. For more
information contact Malinda Moore at (541) 8214162 or malindam@samhealth.org. www.ataxia.
org/chapters/Willamette/default.aspx

Saturday, October 17, 2009
Metro Area Chicago Ataxia S.G. Meeting
1 - 3 p.m. at the Chicago Public Library – Edgewater Branch, 1210 West Elmdale Ave. (at North
Broadway, across from Dominick’s) Chicago, IL.
Dr. Gomez will be speaking about research
updates and will host a Q&A session. Call Topher
with any questions (733) 334-1667. www.ataxia.
org/chapters/ChrisMarsh/default.aspx

Saturday, November 7, 2009
Central Iowa Support Group Meeting
2 - 4 p.m. at the Urbandale Public Library in Meeting Room A. For more information contact Emily
Medina at (515) 727-8713 or emily061578@
yahoo.com. www.ataxia.org/chapters/EmilyMedina/
default.aspx
Greater Atlanta Ataxia Support Group Meeting
At Emory Center for Rehabilitation Medicine 1441 Clifton Rd, NE Room 101, Atlanta, GA
30322. For more information contact Greg Rooks
at (404) 822-7451 or atlantaataxia@gmail.com
www.ataxia.org/chapters/Atlanta/default.aspx
West Central FL Ataxia Support Group Meeting
Noon – 4 p.m. at University of South Florida,
Morsani Hall, Room 1013 A&B. For more information e-mail wcfasg@gmail.com. www.ataxia.org/
chapters/TampaBay/default.aspx

Wednesday, November 11, 2009
Willamette Valley Ataxia Support Group Meeting
11:30 a.m. – 1 p.m. at Albany General Hospital,
1046 Sixth Ave. SW, Albany, OR. For more
information contact Malinda Moore at (541) 8214162 or malindam@samhealth.org. www.ataxia.
org/chapters/Willamette/default.aspx

Thursday, November 12, 2009
28th National Society of Genetic Counselors
Annual Conference
November 12-15 at the Hilton, Atlanta, GA.
www.nsgc.org/conferences/aec.cfm
Tri-State Ataxia Support Group Meeting
Meetings are held at Phillips Ambulatory Care
Center (PACC), 10 Union Square E. New York, 
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NY. To RSVP or for more information contact
Jeannie Soto-Valencia at (212) 844-8711.
www.ataxia.org/chapters/Tri-State/default.aspx

Saturday, November 14, 2009
Kansas City Area Ataxia Support Group Meeting
2 - 4 p.m. at the Northeast Library, 65 Wilson
Ave., Kansas City, MO. For more information
contact Lois Goodman at (816) 257-2428 or
Jim Clark at clarckstone9348@sbcglobal.net.
www.ataxia.org/chapters/KansasCity/default.aspx
Los Angeles Area Ataxia Support Group
Pizza Party
2 - 4 p.m. at the Westside Center for Independent
Living at 12901 Venice Blvd., Venice Beach, CA.
Contact Sid Luther for more information at harry
luther@sbcglobal.net. www.ataxia.org/chapters/Los
Angeles/default.aspx
North Texas Ataxia Support Group Meeting
10 a.m. - noon at the Los Colinas Medical Center
located at 6800 Mac Arthur Blvd. at Hwy 161,
Irving, TX. Enter through the main building and follow the signs. Contact David Henry Jr. at
cheve11e@sbcglobal.net for more information.
www.ataxia.org/chapters/ NorthTexas/default.aspx
Northeast Florida Ataxia Support Group Meeting
1:00 p.m. at Baptist South Hospital in Jacksonville (off I-95) in the Azalea and Begonia
rooms. For more information please visit
www.ataxia.org/chapters/NortheastFlorida/default.
aspx
SE Pennsylvania Ataxia Support Group Meeting
You must RSVP to the meetings. To RSVP to this
meeting or for more information please contact
Liz Nussear at (610) 272-1502 or lizout@aol.com.
www.ataxia.org/chapter s/SEPennsylvania/
default.aspx
West Central FL Ataxia Support Group
Meeting and Luncheon
1 - 3 p.m. at Feathersound Comunity Church,
13880 Feathersound Dr., Clearwater, FL. For more
information e-mail wcfasg@gmail.com. www.ataxia.
org/ chapters/TampaBay/default.aspx

Sunday, November 15, 2009
Chicago Area Ataxia Support Group Meeting
1 p.m. at the Good Samaritan Hospital – White
Oak Room, 3815 Highland Ave., Downers Grove
IL. For more information Contact Craig Lisack at
(847) 496-7544 or caasg2@aol.com. www.ataxia.
org/chapters/Chicago/default.aspx

Page 45

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

Wednesday, December 9, 2009
Willamette Valley Ataxia Support Group Meeting
11:30 a.m. – 1 p.m. at Albany General Hospital,
1046 Sixth Ave. SW, Albany, OR. For more
information contact Malinda Moore at (541) 8214162 or malindam@samhealth.org. www.ataxia.
org/chapters/Willamette/default.aspx

Saturday, December 12, 2009
Greater Atlanta Ataxia S.G. Holiday Party
At Emory Center for Rehabilitation Medicine,
1441 Clifton Rd,, NE Room 101, Atlanta, GA . For
more information contact Greg Rooks at (404)
822-7451 or atlantaataxia@gmail.com. www.ataxia.
org/chapters/Atlanta/default.aspx
Kansas City Area Ataxia Support Group Meeting
2 - 4 p.m. at the Northeast Library, 65 Wilson
Ave., Kansas City, MO. For more information
contact Lois Goodman at (816) 257-2428 or
Jim Clark at clarckstone9348@sbcglobal.net.
www.ataxia.org/chapters/KansasCity/default.aspx
North Texas Ataxia Support Group Meeting
10 a.m. - noon at the Los Colinas Medical Center
located at 6800 Mac Arthur Blvd. at Hwy 161,
Irving, TX. Enter through the main building and follow the signs. Contact David Henry Jr. at
cheve11e@sbcglobal.net for more information.
www.ataxia.org/chapters/ NorthTexas/default.aspx
Orange County Ataxia Support Group
Meeting and Holiday Get-Together
1:30 - 4 p.m. at Orange Coast Memorial Medical
Center (basement, next to the cafeteria), 9920
Talbert Ave., Fountain Valley, CA. For more information contact Daniel Navar at dnavar@ucla.edu.
www.ataxia.org/chapters/OrangeCounty/default.aspx

Tuesday, December 15, 2009
Twin Cities Ataxia Support Group Meeting
7 p.m. at the Presbyterian Homes of Roseville
at 1910 West County Road D, Roseville, MN.
For more information contact Lenore Schultz
at schultz.lenore@yahoo.com. www.ataxia.org/
chapters/TwinCities/default.aspx
❖
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Memorials and In Your Honor
The National Ataxia Foundation is grateful to those who have made contributions in memory or in honor
of their friends and families whose names are listed below. This list reflects contributions made from
May 2009 through August 2009. We are sorry that we cannot separate the memorial contributions from
those made in honor of someone, as sometimes the person making the contribution does not let us
know if the contribution is a memorial or in honor of their friend or family member.
Janet Adair
Timothy Adkins
Remo Agostini
Sherri Alexander
Alexander Family
Michelle Alioto
Crystal Allsopp
Floyd Anderson
Gerry Anderson
Robert Anderson
Wayne Andersonl
Jeffry Bailey
Vicki Balogh
Donald Banta
Tereess Bastion
Joey Bearer
Betty Beck
Clair Beck
Kay Bell
Tom Bell
Cheryl Belsly
John Berg
Mary Bircher
Kim Bishop
Stephanie Blake
Dia Blanchard
George Blank
Michael Bohle
Stanley Bohle
Frank Borio
Tina Boudreaux
Myrl Branscom
Michael Breedlove
John Brennan
Nancy Brophy-Brooks
Carlton Brown
Emma Brumbach
Cletus Brunnert
Kyle Bryant
Margie Bryant
Ruth Buckley
Peggy Burttram
Nikki Caldeira
Brenda Callis
Edward Callis
Amanda Carrell

Juanita Carter
Chris Casey
Josh Chaldraft
Virginia
Chapman-Horel
Leila
Chapman-White
Charby Charbonneau
Clementz Family
Todd Cotes
Debora Covington
Jeremiah Cox
Janet Coyne
Hal Crawford
Linda Crawley
Carissa Creasy
Russell Crystal
Johnny Daigle
Betty Damp
Mary Danson
Thomas Di Pietro
Constance
DiVincentis
Doris Dixon
Di Geronimo Family
Olivia Douglass
Denise Drake
Naomi Droz
Dawn Dudley
Denise Dudley
Sandy Dudzic
Rev William Dugal III
Buz Earnhart
Kathy Earnhart
Lola Earnhart
Phillip Earnhart
Andrew Egeressy
Betty Eisenhaur
Betty Eisenhaur
Family
Carol Elaine
Lee Engel
Candace Enos
Dan Eustache
Joseph Falcon
Katherine Falcon

Trinity Falk
Matthew Farrow
Charlie Fisher
Kevin Fleming
Janet Fountain
Julie Frenz
Garnett Frye
Mark Frykman
Mary Fuchs
Monella Fugate
Tiffany Gambill
Gregson Gann
John Gannon
Rita Garcia
Lucy Gaskill
Tanya Goldman
Joe Golminas
Penny Golminas
Steve Golomski
Edith Graham
Brenda Graner
Lawrence Graner
Jackie Guercio
Paschal Guercio
Craig Haarsma
Donald Hardy
Mary Hartmann
Gary Hartsock
Burton Harwick
Clinton Hatch
Dr. Jerry Hauser
Jeffrey Helman
Michael Helman
Jason Helms
David Hester
Alice Hicks
Denise Higdon
Johnny Hogan
Patricia Hogan
Helen Horndasch
Sidney Howell
Robert Hudson
Buddy Hughes
Krista Humes
Howard Hunnius
Donna Huskins

Wanda Jablonski
Lisa Jaffe
Rinda Janney
Kerry Johnson
Terry Johnson
Yvonne Johnson
Betty Jones
Joseph Jones
Eileen Jubina
Maureen Jurek
Fred Kaffke, Jr.
Jeffrey Kahn
Keiko Kain
Maddie Kannady
Barry Karas
Norman Karas
Kyle Keefe
James Keen
Hakim Khan
Salim Khan
Susanne Khan
Dave King
Judy King
Grace Kirkwood
Jean Knapp
Jamie Kosieracki
Karin Koski
Alan Kozupsky
Helen Kozupsky
Suzanne Kremen
Brant Kruen
Marcella Kukelhan
Sally Kukelhan
Normand LaBarre
John Lane, Sr
Peter Lanzendorfer
Gerald Laukhuf
Lorrie Laukhuf
Carl Lauter
Dwayne LeBlanc
Linda Lee
Amy Lenahan
Tony Lewendon
Phyllis Lindberg
Peggy Littlejohn
Rita Lobascio

Stephanie Lovelock
David Lowsley
Ralph Luciani
Adam Lukew
Sid Luther
Carly Magnuson
Martha Makohon
Rebecca
Mandernach
Calvin Marin
Deborah Markham
Bradley Masserant
Carolyn Masserant
John Matthews
Blanche Maxwell
Betty McAdam
Maury McDonald
Alisa McFarland
JoAnn McKeeO’Hern
Charles McLaughlin
Earl McLaughlin
Reggie Mellon
Debra Michael
Harvey Millburg
Thomas Miller
Lauran Montgomery
Mitzi Montgomery
M/M Jack Moon
Jack Moore
Dolores Morello
Mark Morey
Dale Morman
Carol Mullen
Nancy Murphy
Thomas Musilli
Grace Mutschler
Tommy Myers
Dena Naquin
Ray Nauman
Mark Newell
T. J. Newell
Alayne Novalany
Jean O’Connor
Tom O’Connor
Brent Ofenstein 
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Steven Ofenstein
Sharon Olsen
Deborah Omictin
Cathryne Overstreet
Darrell Owens
Blanchett Parker, Sr.
William Pavuk
Norma Payne
Cory Pemberton
Sean Pemberton
Dr Neil Perkins
Ed Petticrew
Patricia Phillips-Rust
Marty Pilgrim
Family Pisano
David Pluta
Alice Pogorzelski
Nello Poli
Ikue Pollak
David Price
Ernie Prince
Julie Quinlivan
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V. Ramachandran
Rolando Ramos
Charity Ranger
Brett Reed
Laura Riermaier
Debora Ries
Janet Riley
Nathan Robinson
Carolyn Rogers
Gloria Rosenzwieg
Melanie Rosthauser
William Roy
James Russell
Tim Ryan
Kenneth Saunders
Arthur Scheer
Jeff Scheffler
Josephina
Schembre-McCabe
George Schenck, Jr.
Mary Schmidt

Bruno
Schraermeyer
Leticia
Schraermeyer
Yvette Scimone
Barbara Seguin
Derek Semler
Michael Sevenski
Family
Collin Shannon
Cynthia Shannon
Kevin Shannon
Carol Silva
Linda Simon
Casey Snider
Terry Snider
Patricia Sobczak
Chai Society
Abbie Spellman
Joseph Stamler
Dr. Charles Steiner
Marilyn Stevens

April Stewart
Lucile Stroupe
Jody StutchburyRaposo
David Summers
John Surabian
Gail Sutton
Rachel Sutton
Ruth Swaback
Kory Tabor
Scott Tabor
Ernest Talarico
Kim Taylor
Joseph Thell
Quentin Thell
Fayne Thiel
Neil Thompson
Alan Tindall
Mark Tokarz
Dr. Aymee TorresMichels
Penny Tressler

Amy Tucker
Vivian Tuley
Virginia Turner
Joseph Tylka
Denise Van Voorhis
Antoinette Varron
Donald Walker
William Walker
Carolyn Watkins
Guy Watkins
David Westrick
James Wheeler
Helen White
Anna Widing
Lena Windhorst
Connie Wolff
Pearl Womeldorf
Joan Woodward
Margaret Working
Erma Wright
Pete Zarmakoupis
Jon Zilles
❖

Advancing Rare Diseases Research
Rare disease research for disorders such as
ataxia faces unique challenges. The affected
population is small and geographically dispersed
making it difficult for drug companies to recoup
the costs of developing treatments. In addition,
patients with rare diseases are frequently misdiagnosed or undiagnosed.
To advance medical research on rare diseases, the National Institutes of Health established the Rare Diseases Clinical Research
Network, (RDCRN) which consists of 10
research consortia; each to study a group of
related rare, and sometimes fatal diseases.
Each consortium includes physicians, investigators and an active patient advocacy group.
The National Ataxia Foundation is a member of
the consortium for Clinical Investigations of Neurological Channelopathies (CINCH) which studies episodic ataxia in addition to other similar
diseases. On July 16 a meeting was held in
Washington D.C. to highlight the successful
research advances that have taken place in the
past five years since the initial funding for the
RDCRN was granted.
The National Ataxia Foundation, as a member
of CINCH, was represented at that meeting

during the scientific poster session. In addition
Robert Griggs, M.D., F.A.A.N., the principle investigator for CINCH, was a presenter at the
meeting. He spoke on the challenges and opportunities in rare disease research. Joanna Jen,
M.D., Ph.D. who serves on NAF’s Medical
Research Advisory Board gave an excellent
presentation on training professionals for rare
disease research and shared her own growth
and development as a clinician and researcher.
Steve Groft, the director of the Office of Rare
Diseases Research summed up the day, expressing the value of having patient advocacy
groups fully engaged with research efforts,
particularly with patient registries and tissue
banks. He added that because the NIH has
found better ways to fund researchers, because
more is known about these diseases and
because of the genome project, we are currently
in the golden age of rare disease research.
The future focus of the RDCRN is that the
needs of families and patients with rare diseases will continue to be addressed through
coordinated research efforts, new approaches
to diagnosis and better treatments and preventive strategies.
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GIFT – HONOR – MEMORIAL

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

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

MEMBERSHIP

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

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

City/State/Zip __________________________

Name ________________________________
Occasion _____________________________

PAYMENT INFORMATION

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

From:

Name ________________________________
Address ______________________________
City/State/Zip __________________________

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

National Ataxia Foundation.

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

