Gen_1001_01-12.qxp:Layout 1

4/13/10

4:10 PM

Page 1

Generations
The Official Publication of the National Ataxia Foundation
Volume 38, Number 1
Spring 2010

Ataxia Research Funded for 2010
The National Ataxia Foundation is pleased
to announce that 10 promising ataxia research
studies were awarded funding at the December
2009 NAF Board of Directors meeting.
Also approved earlier in 2009 was an award to
fund a patient registry for various forms of ataxia,
which will be available in early 2010, and a
biorepository for ataxia research. These studies
are in addition to two Kyle Bryant Translational
Research awards that NAF co-funded in 2009.
All 14 of these important research projects have
been made possible through the generosity of
NAF donors who contributed to the 2009 NAF
Annual Ataxia Research Drive, our corporate
and foundation friends, the Michael and Patricia
Clementz Family Endowment Fund for SCA 3
Research, NAF chapters and support groups,
individual and group donations, and those individuals and families who conducted fund raising
events.
We are grateful to the 21 leading scientists from
around the world, each with expertise in specific
types of ataxia, who participated in the review
process under the leadership of NAF's Research
Director, Harry Orr, PhD. The review process
includes a thorough evaluation of each applicant
by a minimum of two reviewers who scored
for scientific merit and relevance to ataxia. The
scores and reviewer comments are then reviewed
by a review committee from members of the
NAF Medical Research Advisory Board who
make recommendations to the NAF Board of
Directors for final approval. This extensive

review process assures that the most promising
ataxia research is being funded.
The National Ataxia Foundation is excited
about these quality ataxia research studies and we
are truly grateful to all of our donors. We invite
you to read the summaries of these ataxia
research projects:

Research Grant
Investigators: Arnulf H. Koeppen, MD
and Farrukh Shaikh, MD
VA Medical Center, Albany, NY
Repository (tissue bank) of specimens
for ataxia research
The purpose of this program is to collect
autopsy specimens of brain, spinal cord, nerves,
eyes, heart, and pancreas for intramural and
extramural neuroscience research. The spinocerebellar ataxias (SCA) often affect brain, spinal
cord, and peripheral nerves. SCA-7 characteristically involves the retina, causing pigmentary
retinopathy and blindness. Friedreich’s ataxia
(FRDA) is a disease of dorsal root ganglia,
peripheral nerves, spinal cord, and brain. Occasionally, the optic nerves are also involved. The
disease causes major heart disease and diabetes
mellitus. Therefore, heart tissues and the insulinproducing cells of the pancreas are interest to
ataxia researchers. The repository is of the shared
Continued on page 3
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Ataxia Research Funded for 2010
Continued from page 1
type because the investigators will make available
tissue samples to other researchers who study
SCA or FRDA. The repository also collects
and distributes tissue samples of patients with
sporadic ataxia, such as multiple system atrophy
(MSA). The repository does not provide tissues
for transplantation though families may decide
at the time of autopsy of the patient with ataxia
to donate tissues that are not affected by SCA,
FRDA, or MSA. Examples are corneas and
bone.
Christopher M. Gomez, MD, PhD
University of Chicago
Cerebrospinal f luid biomarkers
in spinocerebellar ataxia
For this project we asked 20 ataxia patients
(SCA1, SCA2, SCA6, MSA-C) and 20 normal
subjects to participate in a study to analyze
their cerebrospinal
f luid for molecular
abnormalities that
would help determine the type and
stage of the disease.
There were no
complications
or
discomfort from the
spinal taps that were
done on a research
basis. We now plan
Dr. Christopher M.
to measure the conGomez
centrations of candidate proteins in the spinal f luid that we have
reason to believe may be altered in at least one
type of ataxia. In addition, we will use a sophis-

ticated molecular separation method called
high pressure liquid chromatography and mass
spectrometry to measure the content of several
hundred small molecules in each spinal fluid. We
will compare the levels of each component for
each patient and control to discover any unique
signature. This will aid in finding measurable
markers of disease progression useful for clinical
trials.
Luis Pereira de Almeida, PhD

Center for Neurosciences and Cell Biology
University of Coimbra, Portugal
Modulation of autophagy as a
novel therapeutic strategy for
Machado-Joseph disease
Machado-Joseph disease or spinocerebellar
ataxia type 3 (MJD/SCA3) is a genetic neurodegenerative disorder originally described in
people of Portuguese descent, and the most
common of the dominantly inherited ataxias
worldwide. MJD is associated with expansion of
the number of CAGs within the coding region
of the causative gene – MJD1. The abnormal
over-repetition of the CAG trinucleotide is
translated into an expanded polyglutamine
(polyQ) tract within ataxin-3, a protein involved
in deubiquitination. MJD patients have severe
clinical manifestations and premature death.
Despite important progresses, the mechanisms
accounting for neuronal degeneration are still
largely unknown and there is no treatment available. So, it is of utmost importance to establish
new targets and to develop new strategies to protect from the characteristic neurodegeneration
that occurs in MJD.
Continued on page 4

Support these research efforts and the work of the Foundation
by becoming a member or by making a donation at www.ataxia.org.
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Ataxia Research Funded for 2010
Continued from page 3
Recent evidences suggest that autophagy
modulates pathological processes that occur in
different neurodegenerative diseases. Although
autophagy generally prevents neuronal cell
death, it plays a protective or detrimental role in
neurodegenerative disease depending on the environment. Our recent preliminary results show
that in the brain of MJD animal models and also
in MJD patients brains there is accumulation of
autophagosomes immunoreactive for the LC3
marker of autophagy. This accumulation, resulting from increased autophagosome induction or
impaired autophagosome maturation, is associated to an impairment of the autophagic pathway and will contribute to the pathogenesis of
MJD. Therefore, the delivery of a regulator of
the autophagy pathway represents a strategy
toward developing a therapy for Machado Joseph
disease. In the present project we propose to
evaluate the role of autophagy in MJD, and to
evaluate a new therapeutic approach by modulating autophagy through viral gene delivery of
beclin-1, a regulator of the autophagy pathway,
into the brain of animal models of MJD.
This project is expected to contribute to sort
out the pathogenic mechanism of neurodegeneration of MJD, to validate a new therapeutic
target – autophagy – and hopefully contribute to
the development of a new therapy for MJD.
Natalia Gromak, PhD
Sir William Dunn School of Pathology
University of Oxford, Oxford, UK
Molecular function of senataxin
protein, defective in ataxia oculomotor
apraxia type 2 (AOA2), in regulation
of human gene expression
Ataxia oculomotor apraxia type 2 is a neurodegenerative inherited disorder characterised
by degeneration in the brain and spinal cord,
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causing progressive muscle weakness and finally
atrophy. The gene mutated in this highly disabling disease encodes a protein called senataxin.
So far the function
of this protein in
human cells is not
well understood.
In my research
project, I will perform experiments in
human cells which
have been depleted
of senataxin protein.
This approach will
allow me to gain an
Dr. Natalia Gromak
insight into the
function of senataxin in humans. I will also
investigate the behaviour and function of the
mutant forms of senataxin protein, which have
been detected in such patients. In particular, I
will examine the correlation between disruption
of the senataxin function in human gene expression and severity of the disease. I will also test if
the lack of senataxin protein causes any secondary effects to occur in human cells.
My proposed research project will use innovative approaches in testing the role of senatixin
in human gene expression. Therefore, I hope
to make a significant impact on our understanding of cause of AOA2 disease and attract
further funding for this research project. The
long term goal of my work is to use the
insights from this fundamental research project
and translate them into data that is beneficial
to patients.
Patricia Maciel, PhD
University of Minho, Campus de Gualtar,
Braga, Portugal
Identification of compounds that
modulate ataxin-3 aggregation and
neurological dysfunction in a C. elegans
model of Machado-Joseph disease
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Machado-Joseph disease (MJD), also known
as spinocerebellar ataxia type 3, is caused by
mutations in the protein ataxin-3 that make this
protein prone to aggregate and toxic to specific
groups of neurons. This leads to the progressive
neurodegeneration and to the typical symptoms
of MJD: ataxia and severe limitations in eye
movements among others. Currently there is no
effective treatment for this disorder.
Our goal is to test a large number of commercially available chemical compounds as potential
therapies for MJD. For this, we will use a model
of the disease in the worm C. elegans, which, in
spite of being a very simple animal, possesses a
very well characterized nervous system, is quite
well characterized at the genetic level, is
transparent – allowing monitorization of events
within the neurons in the live animal, and,
unlike mouse models, is amenable to large scale
drug studies. This model, which has been generated in our lab, expresses the mutant human
protein in its nervous system and replicates important features of the disease, such as the aggregation of ataxin-3 and a neurological impairment
of the animals (including abnormal movement).
We will use it to screen a panel of off-patent and
FDA approved compounds, selecting those that,
while not toxic to the animals, prove to reduce
ataxin-3 aggregation and/or to improve the
worms’ neurological phenotype, i.e. improve
their motility. These compounds will provide
good candidates for testing in mouse models and
eventually for future clinical studies.
S.H. Subramony, MD
The University of Florida, Gainesville
New initiative for clinical research
on ataxia
Feasibility of rational treatments of ataxic
disorders has been gradually improving since
early 1990s because of our increasing understanding of the pathogenic mechanism and the
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development of animal models. Concerted therapeutic trials have been launched in the field of
other neurodegenerative disorders, such as
Parkinson’s disease, Alzheimer’s disease, amyotrophic lateral sclerosis (ALS) and Huntington’s
disease, with limited but encouraging success.
However, with the exception of Friedreich’s
ataxia, effective cooperative efforts to develop
treatments of other primary ataxic disorders have
not started. There is strong need for organizing
and facilitating the
clinical research efforts on these ataxic
disorders, especially
degenerative ataxias,
which are fatal disorders with relentless progression and
devastating disability. The goal of this
proposal is to launch
major concerted efDr. S.H. Subramony
forts to initiate clinical research on patients with degenerative ataxic
disorders including the creation of the National
Ataxia Registry (www.nationalataxiaregistry.org).
Sandra de Macedo Ribeiro, PhD
Instituto de Biologia Molecular e Celular
Porto, Portugal
Understanding the ubiquitin code
in disease: From protein function to
protein structure
Machado-Joseph disease (MJD) is a rare neurodegenerative disorder caused by expansion of
a trinucleotide repeat in the affected gene. This
expansion at the genetic level is translated into a
polyglutamine expansion in the affected protein
– ataxin-3 – which then forms aggregates that
are toxic to neurons.
The cellular function of ataxin-3 is still not
Continued on page 6
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Ataxia Research Funded for 2010
Continued from page 5
totally clear and the manner by which it is
affected by the polyglutamine expansion is
unknown, but there is evidence pointing to its
involvement in the quality-control of protein
folding and expression. Ataxin-3 functions as a
deubiquitinating
enzyme, with the
ability to cleave specific polyubiquitin
chains (signals added
to proteins that
direct them for
degradation or to
different locations in
the cells). Most
curiously, ataxin-3
is able to mitigate
Dr. Sandra de Macedo
neurodegeneration
Ribeiro
induced by expanded polyglutamine proteins, a property that
is dependent on its deubiquitinating activity.
Still, and despite intense research to determine
the cellular role of this enzyme with singular
preferences for different polyubiquitin chains, we
still do not understand the mechanism of action
of ataxin-3 nor how it is affected by expansion of
the polyglutamine region in disease. The specific
folding of a protein produces exposed regions
which interact chemically and physically with
similar regions in other proteins. The interactions of these exposed domains may be characterized by determining the three-dimensional
shape of the interacting partners (isolated and/or
together), by methods such as nuclear magnetic
resonance and X-ray crystallography. Mutations,
including polyglutamine expansions, may alter
the structure of a protein and hence its interactions with other proteins through these exposed
regions. The aim of this project is to generate
reagents that allow us to probe how ataxin-3 recognizes its polyubiquitin partners, its mechanism
of action and its three-dimensional shape.

Spring 2010

Research Fellowship Awards
Keyi Zhu, MD, PhD
Baylor College of Medicine, Houston, TX
Identifying common genetic modifiers
of Spinocerebellar ataxias (SCAs) using
Drosophila model
Spinocerebellar ataxias (SCAs) are a group
(~30) of heterogeneous neurodegenerative
diseases that affect the cerebellum, brain stem,
spinal cord and other parts of the central nervous system causing similar clinical symptoms and
neuropathology. The irreversible and progressive
conditions eventually lead to patients’ severe
disability and death. Although mutations causing spinocerebellar ataxias have been discovered,
we still know very
little about how the
diseases progress,
and virtually nothing about how they
can be prevented or
treated.
One possible approach to define
therapeutic avenues
is to ask what other
genes might confer Dr. Keyi Zhu
protection against
spinocerebellar ataxias when their activities are
altered. These genes (known as modifier genes)
are mostly unknown and difficult to identify. To
overcome this difficulty, I will use Drosophila
(fruit f ly) models of SCA1, SCA2 and SCA7
generated by introducing the human gene triggering the corresponding spinocerebellar ataxia
into the Drosophila genome. These Drosophila
models of disease will allow me to perform
genome-wide screen for modifier genes that are
not feasible using other animal models.
The modifier genes identified in this work will
help us better understand the pathogenesis of
spinocerebellar ataxias. More significantly, I 
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expect that some of these modifier genes will
encode “drugable” proteins that may become
therapeutic targets for SCA1, SCA2 and SCA7.
I hope that these common therapeutic targets
will be the first step towards benefiting patients
with different spinocerebellar ataxias.
Xiaofei Du, MD
The University of Chicago
Regulation of neuronal genes by
the alpha1A C terminus of Calcium
channel and disruption in SCA6
Spinocerebellar ataxia type 6 (SCA6) is form of
autosomal dominant spinocerebellar ataxia characterized by slowly progressive incoordination of
gait and poor coordination of hands, speech, and
eye movements beginning after age 40. SCA6 is
due to abnormal expansions of a trinucleotide
CAG repeat encoding polyglutamine (polyQ) in
the C terminus of the main pore-forming subunit alpha1A of a calcium channel protein that is
highly expressed in nerve cells. Alpha1A subunits
bearing the normal range of polyQ can be physiologically cleaved at the tail (C terminus) end to
yield a free C terminus (alpha1ACT) that is
normally transported into the nuclei of cerebellar Purkinje cells. This suggests that alpha1ACT
is an important gene expression mediator.
Interestingly, we also observed that alpha1ACT
with the normal range polyQ can enhance the
neurite outgrowth in nerve-like cell line called
PC12 cells, but the effect of the alpha1ACT on
neurite outgrowth is lost in alpha1ACT bearing
the SCA6 mutation, Q33. Take together, I am
proposing that alpha1ACT, as a natural mediator
of gene expression, enters the nucleus, binds to
sites in target genes that control their expression
region and thereby is involved in development
and viability of Purkinje cells. Further I propose
that in the SCA6 polyQ-expanded alpha1ACT
this normal function is lost or altered.
To address these issues, I will use molecular

approaches to characterize the role of
normal and SCA6derived alpha1ACT
on gene expression
and neuronal differentiation as a gene
expression mediator. In addition, I
plan to assess target
gene
expression
profiles
between Dr. Xiaofei Du
alpha1ACT with
normal range polyQ and SCA6 polyQ expansion
in alpha1ACT transgenic mouse model. Other
molecules involved with alpha1ACT-mediated
gene expression will also be identified. In this
way, I will be to able to sort out the relationship
of these events, thereby obtaining important
insights into potential causative mechanisms that
may have relevance to SCA6.
Significance: If successful, this project will provide important insights into the physiological
function of alpha1ACT and cause of SCA6. The
roles of alpha1ACT with normal range polyQ
and SCA6 polyQ expansion will be examined in
gene expression regulation in alpha1ACT transgenic mice. I anticipate that certain target genes
profiles or interacting proteins will be associated
with the development of SCA6. This informaContinued on page 8

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 and
please ask your co-workers to also give to
the National Ataxia Foundation.
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Ataxia Research Funded for 2010
Continued from page 7

Paula Ladd, PhD
University of California, San Diego

tion will be important in directing our efforts in
developing strategies to specifically target the
pathogenic mechanism of SCA6. In this way, we
can prevent and treat SCA6 more effectively.

Deconstructing the transcriptional
dysregulation of Spinocerebellar ataxia
type 7 retinal degeneration

Young Investigator
Research Awards
Michael Stankewich, PhD
Yale School of Medicine, New Haven, CT
Molecular Mechanisms of Beta 3 Spectrin in Spinocerebellar Ataxia 5 (SCA5)
Spinocerebellar ataxia (SCA) is a dominantly
inherited progressive neurodegenerative disorder that results in slurred speech, impaired gait,
and loss of coordination. One type, spinocerebellar ataxia type 5 (SCA5) is caused by
mutations in the III
spectrin gene as reported in Abraham
Lincoln’s family lineage as well as in
two other European
families. Other examples of spectrin
dysfunction in ataxia
rodent models include the transgenic
SCA1 and staggerer
Dr. Michael Stankewich
mice, V spectrin
mutations in the quivering mice, and ankyrin R
and ankyrin G gene knockout mice. Given that
the spectrin/ankyrin cytoskeleton is required for
the organization of a diverse set of membrane
proteins, including ion channels, receptors, and
cell adhesion molecules, one emerging paradigm
for ataxia pathogenesis follows. This paradigm is
dissolution of the spectrin/ankyrin cytoskeleton,
which causes a failure in the cellular localization
of certain membrane proteins resulting in the loss
of their physiological function, can cause ataxia.

Spinocerebellar ataxia type 7 (SCA7) is an
inherited neurological disorder that leads to
progressive loss of neuronal function in discrete
regions of the brain resulting in loss of coordinated movement, as well as progressive blindness.
The mutation is dynamic, meaning it
changes size, most
commonly lengthening from one
generation to another. Typically, the
larger the CAG
repeat expansion,
the earlier the ageat-onset and the
greater the severity
Dr. Paula Ladd
of disease.
My objective is to understand what is happening inside the cell as a result of this mutation. By
comparing normal, or wild type mice to mice
engineered to have the SCA7 disease, I can identify differences are apparent between how the
normal versus mutated cells function. Thanks to
the engineered SCA7 mice, our laboratory
understands that the gene involved with SCA7,
Ataxin-7, associates with a large complex of proteins called the STAGA complex. As a group,
Ataxin-7 and the STAGA complex regulate
other genes within the retina. When Ataxin-7
carries the CAG repeat expansion cannot able to
regulate its target genes, resulting in the target
genes being turned off in the retina ultimately
leading to blindness.
How the CAG repeat expansion interferes
with normal Ataxin-7 and STAGA complex
function is still not fully understood. My
hypothesis is that the Ataxin-7 protein can 
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associate with the STAGA complex whether
containing normal or expanded CAG repeats,
however, its activity is compromised. I propose
to interrogate the proteins that interact with
Ataxin-7 and the STAGA complex, including a
group of proteins called histones and RNA polymerase II. This analysis will help us to understand
how the CAG repeat expansion impairs STAGA
complex function and will have important
implications for the development of therapies to
treat SCA7.
Vikram G. Shakkottai, MD, PhD
University of Michigan Medical Center
Ann Arbor, Michigan
Understanding the role of altered physiology in the pathogenesis of SCA3
Spinocerebellar ataxia type 3 (SCA3), a disease
that leads to progressive loss of coordination of
movement, is caused by the abnormal folding of
the disease protein, ataxin-3. SCA3 is probably
the most common dominantly inherited ataxia
in the world. Although loss of nerve cells in the
brain is the end-result of SCA3 and related
protein folding disorders, recent studies have
revealed that changes in electrical properties of
nerve cells precede
the loss of these
cells in animal models of disease. In our
laboratory, studies of
genetically modified
mice have shown
overt changes in
their motor behavior without evidence of prominent
loss of nerve cells.
Dr. Vikram G. Shakkottai
The proposed studies spring from research demonstrating that in
mouse models of disease, alterations in electrical
properties of nerve cells in the cerebellum (the
part of the brain responsible for coordination of

movement and affected in SCA3) can cause profound motor symptoms even in the absence of
overt loss of nerve cells. The study proposes to
look for changes in electrical properties of nerve
cells in the cerebellum in a mouse genetically
modified to resemble human SCA3. In preliminary data we demonstrate that nerve cells in the
cerebellum have early changes in their electrical
properties that may be amenable to pharmacologic correction. Identifying abnormalities in the
electrical properties of nerve cells may provide
ways to develop new drugs to treat this disorder.

Kyle Bryant Translational
Research Awards
Gino A. Cortopassi, PhD
University of California, Davis
Screening for mitofunctional
Friedreich’s Ataxia therapeutics
Mutations in the frataxin gene result in defects
in mitochondrial function that are the likeliest
cause of neuro- and cardiodegeneration in the
movement disorder Friedreich’s ataxia. Currently there is no curative therapy for Friedreich’s ataxia specifically and for mitochondrial
disease in general. We have recently improved
an assay with which to screen thousands of compounds for their positive effect on mitochondrial function, based on mitochondrial Oxygen
(O2 ) consumption. We have constructed a cell
line in which frataxin is inhibited, and show that
mitochondrial O2 consumption is decreased. We
have accumulated other cell models of mitochondrial disease, i.e. cells bearing mitochondrial mutations, and these cell models also exhibit
decreased mitochondrial O2 consumption. Thus
our goal is to screen large drug libraries to
identify drugs that increase mitochondrial
O2 consumption and rescue mitochondrial
deficits that are the specific consequence of
Continued on page 10
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Ataxia Research Funded for 2010
Continued from page 9
deficits in frataxin. As a positive test of the assay,
we demonstrate that known chemical inducers
of mitochondrial function (FCCP) and mitochondrial biogenesis (rosiglitazone, resveratrol,
bezafibrate) are detected by the assay. Thus we
will screen large drug libraries to identify
compounds that enhance the function of
mitochondria compromised by deficiencies of
frataxin. These drug leads might serve as the
progenitors of effective small-molecule therapy
for Friedreich’s ataxia.
R. Mark Payne, MD
Indiana University School of Medicine,
Indianapolis, IN
Optimizing delivery of frataxin
using cell penetrant peptides
Friedreich’s Ataxia is a debilitating disease leading to loss of the ability to walk or use the arms,
and frequently results in early death due to heart
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failure. It most often comes on in childhood and
patients progress to a wheelchair over the course
of the next 10 years. There is currently no cure
for this neurologic disease.
However, we have recently shown that we can
deliver the missing protein that causes the disease, frataxin, into the mouse to rescue the
mouse model of this disease. These exciting findings are being prepared for publication, and we
have now focused our laboratory on developing
protein replacement strategy as a new drug to
treat Friedreich’s Ataxia.
In order to move this research into preclinical
development as a drug, we first need to determine the best molecule to move forward and
optimize the conditions for expression and purification of the protein we are developing, called
TATFrataxin. Finally, a key tool in this research
that is missing is a good antibody that will allow
us to detect frataxin expression in mouse tissues.
This project will solve these three problems
within the year of this research to enable preclinical development of TAT-Frataxin as a drug
O
for Friedreich’s Ataxia.

Study Participants Needed:
Characteristics of Episodic Ataxia
Attacks of ataxia, or the loss of ability to coordinate muscular movement, are often triggered
by stress or exertion. Episodic Ataxia (EA) is
likely caused by an inherited genetic mutation;
many individuals with EA have abnormalities in
the KCNA1 or CACNA1A genes. To date, two
known subtypes of EA have been identified, and
other types likely exist. Specific characteristics
of each EA subtype, however, have not been
adequately described.
The purpose of this study is to better define
the clinical features and genetic basis of the
various subtypes of EA and to evaluate disease
progression. The study will also establish relevant study endpoints for use in future therapeutic trials.

This multi-center observational study will
involve both a cross-sectional data analysis and
a prospective longitudinal analysis. Participants
will initially attend an outpatient study visit
that will last seven hours. This initial evaluation
will include a medical history, a physical examination, neurological testing, and an ataxia
assessment. Blood will be collected for genetic
testing. Additionally, the following procedures
may be conducted: ocular motor test, electromyography/nerve conduction study, electroencephalogram, MRI, and digital videotaping.
Follow-up evaluations will occur on a yearly basis
for at least two years; each will last four hours.
For more information, contact: Joanna Jen,
MD, PhD at (310) 825 -5910 or jjen@ ucla.edu.
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From the Desk of the Executive Director
National Ataxia Foundation’s 53rd Annual
Membership Meeting, “Winds of Progress,”
held in Chicago, Illinois, concluded on Sunday,
March 14, 2010. The meeting was one of the
largest attended annual membership meetings
in NAF’s history. We are truly grateful to all
who supported the conference, all the incredible volunteers, the tremendous speakers, our
wonderful donors and sponsors, and expanded
exhibitor venue. A special thank you to the
Chicago Ataxia Support Group for their outstanding efforts in bringing us the exceptional
meeting.
We are delighted that more than 600 attendees,
including approximately 200 first timers, were
able to attend the meeting. These conferences
represent the largest gathering of the ataxia community in the world. Conference attendees came
from 36 U.S. states and countries including
Australia, Belgium, Canada, Ireland, and the
United Kingdom. I would like to thank all who
were in attendance.
These annual membership meetings offer the
latest information on ataxia research, clinical trials, and important topics which impact the ataxia
community. Perhaps even more importantly, it is
a time to see old friends, develop new friendships, share, learn, and network. These meetings
offer a real sense of community and family.
Start planning for the 2011 NAF Annual
Membership Meeting which will be held March
18-20, 2011 in Los Angeles, California at the
Hilton LAX. The 2011 conference will be
hosted by the San Diego, Los Angeles, and
Orange County Ataxia Support Groups. More
information will be available in future issues of
Generations, on NAF’s web site, www.ataxia.org,
and in E-Blasts. Spend time with us in March
2011 in sunny California!
Just prior to the 2010 NAF Annual Membership Meeting, NAF hosted its third International

Ataxia Investigators Meeting (AIM) at the same
location. More than 100 world leading ataxia
clinicians, scientists, and young investigators
from 12 different countries participated in this
three-day conference. Participants for the 2010
AIM came from the United Kingdom, Brazil,
China, Japan, Australia, Belgium, France, Italy,
Portugal, Spain, Germany, and throughout the
United States. Eleven organizations partnered
with NAF in support of these efforts in providing a setting for researchers to share their cutting
edge research efforts, encourage collaboration
and cooperation, and most importantly to help
accelerate world-wide ataxia research.
A special thank you to the 2010 AIM lead
organizer, Christopher M. Gomez, MD, PhD,
as well to the 2010 AIM Steering Committee
Members: Drs. Alexandra Durr, Harry T. Orr,
Henry Paulson, Stephan Pulst, Laura Ranum,
and Robert Wilson. NAF is truly grateful for
their fine efforts in bringing together leading
ataxia researchers from around the world.
Plans have already begun for the fourth AIM in
2012.
“The National Ataxia Foundation is dedicated
to improving the lives of persons affected by
ataxia through support, education, and
research.” Our mission statement has evolved
over the years, but what has not changed is why
NAF was established more than 53 years ago ...
to serve ataxia families. The two meetings held
this past March, the annual membership meeting and the AIM, exemplify NAF’s mission
statement in providing current and accurate
information, in offering help and support, and
in sponsoring and fostering world-wide ataxia
research.
The Foundation has been guided, over the
years, by the vision of our original founders who
charted the course to serve ataxia families, a
course which has never wavered.
O
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NAF Merchandise
BOOKS

VIDEO / CD

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

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

by Linda Hanner and contributor John J. Witek, MD

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

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

SHIRTS / MISCELLANEOUS
2010 Annual Membership Meeting T-Shirt
Gray, long-sleeved with the “Winds of Progress”
logo. Sizes medium to XX-large. $10
Past Annual Membership Meeting T-Shirts
Meeting t-shirts from past annual membership
meetings. Various styles, sizes and colors. $5
NAF Shoulder Bag
Blue with white NAF logo. 11 x 15 x 2 inches. $10
NAF Polo Shirt
Royal blue w/ white embroidered NAF logo. $27.50
NAF Denim Shirt
Denim with white embroidered NAF logo. $27.50
“Ataxia is not a foreign cab” T-Shirt
White. New design. Sizes small to XXX-large. $10
“Ataxia is not a foreign cab” Sweatshirt
White. Sizes small to XXX-large. $20
Window Cling or Bumper Sticker $1 ea. or 6 for $5
NAF Ataxia Awareness Band Blue. One size. $2
NAF Ataxia Awareness Ribbon Magnet
Blue with white lettering/logo. $4
Reusable Grocery Bag with NAF Logo
Eco-friendly, reusable grocery tote bag.
Made in the USA of quality material. $5

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

Qty. Size

Each

Total

____________________________________________
____________________________________________
____________________________________________
____________________________________________
SUBTOTAL:

_____________________________

Shipping:

(Add) $5.00

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

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

CIRCLE ONE:

Visa

Mastercard

NAME ON CARD: ____________________________
CARD #: ____________________________________
EXP DATE: ___________________________________
SIGNATURE: _________________________________
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Diet for Ataxia
By Lyle Brecht
With a lot of expert help, I helped compile
the information in the recently published
“Frequently Asked Questions About...Diet for
Ataxia.” If you have not seen this fact sheet from
the National Ataxia Foundation, you may want
to either go online and download it or order a
print copy and read it.
The impulse for thinking about diet and ataxia
grew out of my own experience with ataxia. In
2003, after two years of searching for an answer
to what was mysteriously happening to my body
and many visits to specialist physicians, I was diagnosed with
ataxia. What followed was a
battery of tests that included
multiple MRIs, a CAT scan,
various blood tests, genetic
tests, vestibular chair tests,
exams, etc. at Johns Hopkins
Hospital Vestibular Lab
(this was before their
Ataxia Clinic was established). On the basis of
these tests, the form of
ataxia was determined to be late
onset ideopathic (unknown cause)
cerebellar ataxia.
What a shock this was for me. As the prognosis at that time was not so favorable, given its
rapid progression between 2001 and 2003, I
did two things: I asked for a second opinion (the
diagnosis was confirmed), and I decided to learn
about ways to mitigate or to slow down the progression of symptoms, as there was no known
cause or treatment to the form of cerebellar ataxia
I was experiencing.
At this time I began to view the 11 different
specialist physicians that I was seeing as consultants rather than as healers. I became the client,
my physicians the experts. I took control of the

information flow and became responsible for my
own health. I asked each physician I saw to send
me the clinic notes from each visit, as well as to
my internist. I made certain that each of my
physicians was aware of what the other doctors
who were following my case were thinking so
that everyone was on the same page. I also
developed a protocol for medications. My
consulting neurologist was in charge of all my
medications. That did not mean that he
prescribed them. Before I took any
new drug, whether prescribed or
over-the-counter, I consulted
with him. This usually occurred via e-mail.
One of my symptoms was
nystagmus (jerky eye movements), with severe photophobia. We (my physicians
and me working as a team)
tried a migraine diet developed by Dr. David Buchholtz at Johns Hopkins to
control the photophobia.
What I discovered is that following a migraine diet helped the
photophobia, but it also improved my balance.
This took about eight months to figure out and
confirm through experimentation. Since I could
see that diet had direct effects, I began to explore
a whole range of life style changes such as
aerobic exercise and strength training, becoming
passionately engaged in something bigger than
my personal needs, increasing my water intake,
etc.
Two things happened in my case: the once
rapidly progressing ataxia symptoms slowed
to a crawl, and I became a convert to a much
Continued on page 14
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Diet for Ataxia
Continued from page 13
healthier life style than the way I had been living
previously. Diet and exercise were at the center.
It became just as important what I was not
putting into my body as what I was choosing to
eat. Surprisingly, the aerobic exercise helped me
to follow my diet more religiously and to
improve my energy level. The strength training
helped me from falling so frequently. If I over
indulge, or am not so rigorous with my diet, or
skip daily exercise, I suffer.
The bottom line is that it appears that we
know for certain that diet is important for
ataxias caused by specific deficiencies, such as vi-
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tamin E, and for certain immune problems, such
as celiac disease. For other ataxias, the impact of
diet is still unknown, but at least for me, the
impact of diet is known and significant. If
you decide to try to reduce some of your ataxia
symptoms with diet, I wish you well. It takes
time. It takes discipline. It is not easy, but it really
is not that hard either.
As the fact sheet recommends, please consult
with your physician before starting. Maybe, as in
my case, it will be worth the effort.
Please take a look at the National Ataxia
Foundation’s “Frequently Asked Questions
About... Diet for Ataxia” and see for yourself
whether there may be any helpful ideas in it for
O
you.

Managing Speech and Swallowing
Problems: A Guidebook for
People with Ataxia
This 60-page booklet is an excellent resource
for those who struggle with the speech and/or
swallowing changes which can occur in the
person with an ataxic disorder. The first guidebook for managing speech and swallowing problems that the National
Ataxia Foundation had published was
written by Douglas E. Fox, MS, CCCSLP. He was a speech-language
pathologist at North Memorial Medical Center in Minneapolis, MN when
he wrote the first edition. Dr. G.N.
Rangamani is a faculty member in the
Department of Communication Disorders at St. Cloud State University
in St. Cloud, MN and she wrote the second
edition.
This concise reference provides information
regarding communication aids and how to use
them if speech does become completely unintelligible. It also assists readers in understanding the nature of the swallowing mechanism with
instructions for simple, compensating eating
methods that will assist a person to eat by

mouth for many years. The book is divided into
eight chapters which include diagrams, exercises and definitions of medical terminology. It
is an easy to understand booklet with straightforward and realistic suggestions for
speech and swallowing management.
The book is directed to both the person with ataxia and family members
and caregivers. By understanding the
effects of the disease, one can confidently manage the preservation of
speech intelligibility for as long as
possible.
The National Ataxia Foundation is
pleased to provide this resource to
assist those who have speech and swallowing
problems caused by ataxia. The book is just
$7.50 plus shipping and can be ordered on-line
at www.ataxia.org, by selecting the “Store” tab,
or by using the order form in this issue of Generations on page 12.
This information-filled guidebook should be in
the home of anyone who struggles with speech
and swallowing issues.
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Traveling with a
Person with Ataxia
By Sandy Lief
My husband Steve, an ataxia patient, and I
just returned from Tahiti and Moorea where we
celebrated our 20th wedding anniversary. Steve
was diagnosed with probable Multiple System
Atrophy (MSA) in March 2002. Our trip to
Tahiti was a long-time dream for us – and
one that we wanted to realize in spite of Steve’s
diagnosis.
We want to share our travel experiences with
you. With some planning, a sense of humor and
a willingness to accept the kindness of others
along the way, travel – even to distant lands – is
possible and enjoyable.
Our travels started in Connecticut, where we
live, and took us to New York’s John F. Kennedy
Airport, then to Los Angeles, California. From
Los Angeles we took a direct f light to Tahiti.
We stayed in Tahiti one night and then took a
40-minute ferry from Tahiti to Moorea where
we spent the next seven nights.
We f lew American Airlines and Air Tahiti and
stayed at the Intercontinental Resorts in Tahiti
and Moorea. I contacted both the airlines and the
hotels prior to our trip and found out what services were available to assist us in travel. I was able
to reserve wheelchair transports at the airports,
an accessible room at the hotel, as well as a
wheelchair that we could use at both resorts.
Steve’s balance issue allows him to walk slowly
with a cane, but to make life easier and safer I
reserved a wheelchair at American Airlines at
Kennedy Airport. The attendant and wheelchair
were a great help. They helped us through the
security line and took us directly to our gate. We
were one of the first to board the plane, so we
were able to get situated without delays for the
other passengers.

We landed in Los Angeles and had to change
terminals, which was easy because our wheelchair and attendant were waiting at the gate to
bring us to Bradley terminal. Once there, the
attendant dropped us off at the Air Tahiti ticket
counter and another wheelchair and attendant
appeared.
One tricky problem occurred when we arrived
in Tahiti. The plane landed and we had to walk
down many steep stairs to the tarmac. The f light
attendant asked me if we needed a “lift” – apparently it’s a device that lifts people and items into
the plane. I said no because I didn’t want to
bother them. That was my mistake! Why make it
harder on us than it needs to be? In hindsight, I
should have accepted the offer of the lift. On our
return from Tahiti to Los Angeles I did request
a “lift” and the f light staff was very happy to
provide it.
Since we were staying at the same hotel chain,
the Intercontinental Resorts, I reserved a wheelchair when we arrived at the resort in Tahiti and
we were able to travel with it to Moorea Intercontinental Resort. It was a huge help when
boarding the ferry. An attendant at the ferry dock
wheeled Steve on and off.
At the Intercontinental Resort in Moorea we
were able to stay in an accessible room with a
large shower with a seat. This was very convenient as we didn’t have to worry about trying to
navigate into a huge tub and shower combination. We would ask for this type of room again.
The one thing we noticed on this trip was so
many people offered their assistance and were
happy to give it. It was a wonderful feeling –
never feeling as though we were completely
alone so many miles from home.
O
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DNA Structure of GAA-TTC
Repeats as a Target for
Friedreich’s Ataxia Therapy
By Marek Napierala, PhD
University of Texas MD Anderson Cancer Center
The following is a research summary of a Young Investigator Award funded by NAF.
compounds are capable of interacting with and
Friedreich’s Ataxia (FRDA) is a severe neumodifying long GAA repeats in DNA. We are
rodegenerative disease characterized by muscle
currently characterizing the effects of these
weakness, loss of coordination, impaired vision,
compounds in other functions of the cell, since
hearing loss, cardiac abnormalities, scoliosis, and
several other human genes contain GAA repeats
diabetes. In people with Friedreich’s Ataxia a
and thus potentially may be affected by the
certain type of DNA sequence, called GAA
compounds.
repeats, elongate in the frataxin gene. Healthy
people may have several GAA repeats, but in
As the second part of our study, we have
FRDA patients the repeats expand
successfully constructed a set of
to hundreds or even thousands of
human cell lines containing socopies. Consequently, the first
called reporter genes, green f luomolecular step in expression of the
rescent protein and luciferase,
frataxin gene, a process called tranharboring varying numbers of
scription, is severely disturbed.
GAA repeats within them. Cells
This “blocking” of transcription
with the longest repeats serve as
leads to decreased levels of the
models of FRDA patient cells,
frataxin protein, which ultimately
while cells containing short recauses the disease.
peats serve as unaffected controls.
A better understanding of the
The use of the reporter genes in
mechanism underling the block of
this way allows for a system to
transcription of the FRDA gene Dr. Marek Napierala
analyze gene expression due to
would aid in the discovery of new therapeutic
GAA repeats that is much faster and easier than
strategies for this disease. In the project funded
quantifying frataxin. Hence, the effect of differby the National Ataxia Foundation, we addressed
ent potential therapeutic compounds for FRDA
questions related to the mechanism of GAA
can be studied using these robust reporter cell
lines. We have already conducted a pilot screen of
repeat-induced transcription inhibition in
almost 2,000 potential drugs using this system.
FRDA. We also developed a system for fast
screening of potential therapeutic drugs capable
In current and future use, we hope to identify
of releasing the block in transcription of the
new compounds that may be therapeutic in
FRDA gene imposed by long GAA repeats.
FRDA and pave the way for future development
of new drugs.
In the first part of our study, we treated FRDA
patient-derived cell lines with compounds called
This work resulted in a publication: Soragni
chlorambucil-conjugated polyamides. These
E, Herman D, Dent SY, Gottesfeld JM, 
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Wells RD, Napierala M. Long intronic GAATTC repeats induce epigenetic changes and reporter
gene silencing in a molecular model of Friedreich’s
ataxia. Nucleic Acids Research 2008, (19):605665, in which we acknowledge the National
Ataxia Foundation.
Additionally, funding provided by the National
Ataxia Foundation facilitated our obtaining
a two-year R21 NIH grant: “Targeting trinucleotide repeats-induced transcriptional silencing in Friedreich’s ataxia” to implement and
conduct a high-throughput screen designed to
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uncover new compounds capable of restoring
transcription of the frataxin gene. The grant
started in September of 2008. Although this
work is in progress, we hope to submit our
assay for screening of hundreds of thousands of
compounds in the second part of 2010.
We are very grateful for the funding and
support we received from the National Ataxia
Foundation. The Young Investigator Award
allowed us to move these projects forward considerably, and it served as the seed funds to foster
O
our FRDA research program. Thank you!

Book Release

The View from Down Here
By Jude Lally
Often it takes years to find one’s calling. Even
when you think you’ve found it, many times
your feelings may change, sometimes more than
once, only to end up right back where you
started. Such was the case for me...
Around the time most guys start dating, I was
dealing with the imbalance and instability of my
body. As if the adolescent years aren’t awkward
enough – rife with physical, social and emotional
changes – I had to put my hormonal urges on
hold and face a burden so great it had the potential to wreck my life and push me to the brink of
self-destruction.
For a long time I simply ignored the problem
or pretended like the walking abnormality wasn’t really happening, ignoring such comments
from my peers: Are you drunk? Can’t you even
walk in a straight line?
But no, I dismissed these comments believing
(or hoping) my troubles related to my rapid
growth. Somewhere I had once heard that when
adolescent boys hit their pubescent growth spurt,
sometimes the limbs and feet may grow so much
so fast that the body doesn’t have time to adjust
and the boy may experience disorientation and

clumsiness. But this seemed beyond that. Maybe
I had just been partying too much? Either way, I
was in denial.
At least a year went by before I had accepted
the fact that something was definitely the
matter. The pivotal moment came in the late
summer of 1998. I was on vacation with some
family, whom I only see every couple years, and
some of them saw me walking from afar and
noticed my gait irregularity. They asked my dad
what was going on or if I had been taken to see a
neurologist or anything. He then told me what
they had said. A part of my soul died that day; it
was the hardest day of my young life. Almost
immediately when we got back, I went and saw
a specialist who took some blood and sent it to
Boston University. Three weeks later the results
came back and I was diagnosed with Friedreich’s
Ataxia. I was 16-years old.
I had no idea what I wanted to be coming out
of high school. All I knew was that I had a fondness for writing. I liked the creativity involved,
the feeling of release and vindication that often
Continued on page 18
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The View from Down Here
Continued from page 17
results along the way, as well as the sense of
fulfillment one acquires once something is
finished. As my disease slowly progressed, the
deterioration of my motor skills continued too,
making the physical act of writing very tedious
and time-consuming.
Whatever the difficulty, I persevered by writing and submitting a
couple poems to the school paper.
I can remember receiving some
positive feedback about them; a few
people told me how much they liked
them, but nothing too monumental
so as to convince me that I should
think about pursuing writing as a
career.
In the fall of 2000, right after
having graduated from high school,
with little inclination – and even less aspiration,
I moved back to Lexington and started attending
the community college there. Things seemed to
be going fine. I was making pretty good grades
and I had a part-time job as a cashier at a locallyowned grocery store. My tuition was even being
paid for by the Department of Vocational Rehabilitation, which is an agency that helps people
with disabilities obtain an education and acquire
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any assistive technology, such as computers, that
may be beneficial to them in completing their
post-secondary education.
I started writing poetry again about halfway
through 2007. Around this time, I saw in a local
weekly publication that there was a poetry group
which met every week in a coffee shop just a few
blocks away from my apartment. So I started
going and found my passion for
spoken word once again.
Now, two years later, the founder
of that group, Katerina StoykovaKlemer, a native of Bulgaria, has
started her own publishing company. My uncle Jim Lally and I were
very fortunate to be chosen as the
first two writers to have their work
published under Accents Publishing.
My book is entitled The View From
Down Here and is a small collection
of poems pertaining to being disabled, having an ataxia, being confined to a
wheelchair and relating experiences from a
unique perspective, as the title suggests. The
book is available at the publisher’s website,
www.accents-publishing.com, at Amazon.com, or
from me directly. The books are only $5 plus
shipping & handling.
I can be contacted directly on Facebook or via
e-mail, at judelally@hotmail.com.
O

Remembering NAF in Your Will
There have been a number of true heroes over
the years that have quietly made a significant
impact on the National Ataxia Foundation and
the many ataxia families it serves. These are
people who have named NAF as a beneficiary in
their will.
Most of the time the Foundation is unaware
of the kind acts of these champions until after
they are gone, but each time we are deeply
touched and honored by their selfless commitment in helping others.

Over the years, individuals who have
chosen NAF as a beneficiary have given anywhere from a few thousand dollars to nearly one
million dollars. Their forethought and benevolence has enabled the Foundation to support
promising ataxia research and provide meaningful programs and services to ataxia families.
Their legacy lives on in the hope they have given
ataxia families.
Perhaps this is the time to consider adding
the National Ataxia Foundation in your will.
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Q & A from the 2010 Annual
Membership Meeting in Chicago

Photo by Mark Berndt

nausea/chest pain?
One of the valuable experiences that take
place at National Ataxia Foundation Annual
A: It would depend on the cause of the
Membership Meetings is the opportunity to ask
symptoms. If it is due to gerd (gastroesophageal
questions of the doctors and other experts in
ref lux disease), then acid blockers like Prilosec
a Q & A session that follows each session of
or Prevacid (and others) might help.
presentations. Because of time limitations,
Q: What medications can an FA patient take
some questions are not able to be
for fatigue with cardiac issues? I
answered. The following quesam taking blood thinners and
tions were asked at the meeting in
other meds (Coumadin and
Chicago in March 2010. The
Topral) and have an implanted
answers that follow are from Dr.
pacemaker.
Susan Perlman, NAF’s Medical
A: You would want to try
Director.
something that didn’t overstimuQ: If a patient has a dominant
late the heart and didn’t interact
form of ataxia (SCA-unknown),
with your Coumadin.
and the primary problem is imOptions are limited, mainly
balance and lack of coordination,
because most of the commonly
is there any recommendations in
used anti-fatigue drugs interact
terms of medications?
with coumadin (Prozac, Provigil,
A: Symptomatic medications
Nuvigil, even CoQ10).
Dr. Susan Perlman
that are used include AmantaRitalin at low dose (5 mg per
dine, Buspirone, Varenicline, N-acetylcysteine,
day) will not significantly interact with
and a very good exercise program.
Coumadin and might be an option.
Q: When will Rifampicin be available for
You should also ask yourself the following
MSA?
questions: Are you sleeping well at night? GetA: Testing begins this summer. It is available
ting enough oxygen (no shortness of breath)?
off-label through the person’s primary care
Eating well?
O
physician or neurologist.
Q: Please explain the mechanism of how
Rifampicin works, and what are the side effects.
A: It acts to remove the protein clumps (alphasynuclein) that build up in the brain of mice with
MSA and may also work in people with MSA. It
has not yet been tested in people for this purpose.
Side effects include damage to peripheral nerves
(numbness, weakness) or damage to the optic
nerve (vision problems).
Q: Is there any effective treatment for
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Chesapeake Chapter Holds
27th Annual Medical Meeting
By Carolyn Davis, Chapter President
Well over 100 people were in attendance at
the 27th Annual Medical Meeting of NAF’s
Chesapeake Chapter held Saturday, February 27,
2010, on the campus of Montgomery College
in Rockville, Maryland. The theme, “Silencing
May Be Golden,” ref lected the research being
done by keynote speaker Dr. Henry Paulson.
The day began with a presentation by Karen
Majczenko, MD, a senior research lab specialist
in Dr. Margit Burmeister’s laboratory at the
University of Michigan in Ann Arbor. Her research involves finding and characterizing genes
involved in inherited neurological disorders,
including ataxias, through linkage analysis, a
gene-hunting technique that traces patterns of
inheritance in families to locate a diseasecausing gene. The goal of the process is to
narrow the list of candidate genes and then to
confirm a disease-causing gene. Once a gene has
been identified, the diagnosis is improved,
research can focus on the function of the gene,
and work can progress toward developing new
therapies for the disease.
The polyglutamine ataxias, in particular SCA3
and SCA6, are a focus of research in the lab of
Henry Paulson, MD, PhD, at the University of
Michigan. Dr. Paulson gave a clear explanation
of polyglutamine ataxias and the disease process
of production and accumulation of abnormal,
toxic proteins in the brain. Different diseases in
this group share the same mutation expressed in
different genes. The expression of the disease also
varies from person to person and from generation to generation.
Dr. Paulson then presented some of the research being done in his lab to identify potential
therapeutic targets to possibly prevent the toxic

proteins from being made or to enhance
clearance of mutant proteins. Researchers in his
lab are exploring different approaches to reach
this end result. They have identified six
compounds, some of which are FDA approved,
that are promising in their quest to “silence” the
disease gene in SCA3 and SCA6. This promising
therapy of RNA interference (RNAi) can work
for long periods of time to prevent toxic proteins
from being made by silencing the mutant gene
or destroying the messenger RNA.
There may be many different routes to therapies for these diseases, and the tools are now in
place to test possible therapies, including a good
mouse model being used to test the efficacy of
RNAi treatments. The road from proof of
principle in mouse studies to large human studies is long and may take several years and great
expense to traverse, but there is, indeed, a real
basis for optimism.
“Acting alone, there is very little any of us can
accomplish. Acting together, there is very little
we will NOT accomplish.” This is the motto
and belief that Ron Bartek brought to the
Friedreich’s Ataxia Research Alliance (FARA),
of which he is Co-Founder and President. As
well as informing us of the progress in finding a
treatment and cure for FA, he also outlined the
powerful role advocates can take.
Bartek spoke about the role played by advocates
in growing the field of scientists, growing the
dollars, growing patient participation, growing
collaboration and partnerships, and growing the
infrastructure to support and grow all the other
areas.
Jim and Phyllis Skok, in an introduction to
our segment on the Ataxia Center at Johns 
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for ataxia outreach. As Sarah Ying, MD, said
Hopkins, described their experiences at Johns
as she introduced the Fellows, “They are the
Hopkins, first as a research subject and then as a
future.”
patient in the Ataxia Center. They emphasized
Dr. Ying then presented information on the
the importance of getting to know the patient as
clinical consortium for SCA ataxias being funded
well as knowing about the disease.
through the rare diseases branch of the National
The Ataxia Center at JHU was established
Institutes of Health. Researchers will join forces
two years ago with a three-year grant from the
at 13 sites across the country to study the SCAs
Gordon and Marilyn Macklin Foundation. Joe
and to provide the infrastructure for future clinSavitt, MD, PhD, as the Director of the Ataxia
ical trials. They are establishing a
Center, gave a brief report on the
well-coordinated network of
Center. In addition to 120 new
physician-scientists with expertpatients being seen in 2009 in
Many
left
the
ise in clinical ataxia research and
this multidisciplinary setting,
making
plans to train future
student programs were initiated
medical meeting
physician-scientists. Some of the
and expanded to increase awarewith
the
feeling
steps to reach these goals are to
ness among fellows, residents,
there is indeed
establish a patient registry, deterand students. With an overmine genetic modifiers, validate
whelming number of referrals,
reason to be
existing rating scales, develop
the Center plans to increase the
optimistic
about
new computer-based quantitanumber of patients seen this year.
finding a cure
tive measures of ataxia, and colThey also plan to establish a
lect
extensive natural history
research arm of the center and to
for ataxia.
data. In addition, three of the
continue awareness activities
13 sites will be conducting an
among their student and research
imaging study to follow the
populations.
cerebellar degeneration.
Dr. Savitt described some of the research he is
It takes money to fund these advances in ataxia
doing in his own lab at Johns Hopkins University
research. Libby Labash, Vice President of the
where they have developed a mouse model to
Chesapeake Chapter, made her annual plea for
study autophagy, the method by which a cell can
donations and for help in fundraising and raising
get rid of unwanted proteins and organelles.
ataxia awareness. She used the acronym CAN,
Mouse models are used to study the mechanism
Cure Ataxia Now. We CAN if we think we
of disease and possible therapies. Many, if not all,
CAN. Many left the medical meeting with the
neurodegenerative diseases have abnormal accufeeling there is indeed reason to be optimistic
mulation of proteins, and this research looks at
O
about finding a cure for ataxia.
one more possible approach to a therapy.
Twenty students from Johns Hopkins University attended the meeting as representatives of the
Ataxia Student Ambassadors and as Macklin Fellows. Of the 14 Fellows, 10 are undergraduates,
Many employers will match your gift to
three are doctoral students, and one is a post-doc.
the
National Ataxia Foundation through a
Ten languages are spoken, and their interests vary
Matching Gifts Program. Please ask your
from scientific research to patient care. As they
employer if they have a program. If they do,
become more aware of ataxia, having an opporyour gift and the gifts of your co-workers will
double in value.
tunity to mingle with those attending the meeting and in other settings, they become advocates

“
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Matching Gifts
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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 2010 Annual Membership Meeting was
hosted by our Chicago Area Ataxia Support
Group. Many thanks to the support group for
your team effort in coordinating this event and
congratulations on a highly successful Annual
Membership Meeting. More than 600 people
attended the meeting. Conference attendees
came from 36 U.S. states and countries including
Belgium, Canada, Ireland, Netherlands and the
United Kingdom.
Thursday, March 11, was the major arrival day
for most attendees outside the Chicago area.
Those wanting to connect with others that they
had met through social networks and ataxia chat
rooms gathered together at the internet group.
Friday morning started out with our general
sessions program. Arnie Gruetzmacher, NAF
Annual Meeting Chair, started out the meeting
with his welcome. Susan Perlman, MD (University of California - Los Angeles) started off the
lectures with a general overview of ataxia followed by Wendy Galpern, MD, PhD (National
Institutes of Health) who presented on the topic
of therapy for ataxia. Then Allison Ebert, PhD
(University of Wisconsin - Madison) talked
about the latest on stem cell research followed by
Martin Lavin, PhD (University of Queensland)
who taught us about AOA and other recessive
ataxias. Tetsuo Ashizawa, MD, PhD (University
of Florida - Gainesville) gave us an update on
ataxia patient registries and Joanna Jen, MD,
PhD (University of California – Los Angeles)
told us about episodic ataxias and the episodic

ataxia patient registry. Harry Orr, PhD (University of Minnesota) wrapped up the Friday
general sessions and gave us an overview of the
current ataxia research being done.
Friday afternoon gave attendees the opportunity to meet others with the same type of ataxia
in smaller groups to share experiences through
the very popular Birds of a Feather sessions.
Friday and Saturday we offered attendees
and chance to observe and try the Nintendo
Wii game system. Thank you to Santhera
Pharmaceuticals and Julie Braun for donating a
Nintendo Wii for this demonstration.
Friday evening the Chicago Ataxia Support
Group hosted a Chicago-style pizza and snack
reception that was well attended. Delicious food,
drink and great company were enjoyed by all. At
the Friday night reception NAF recognized all
the fundraisers held since the Annual Membership Meeting in 2009 that supported NAF
funded research and programs. Thank you to all
the supporters and organizers of these events!
Saturday continued with the general session
program with many new and familiar medical
professionals and researchers. Jeremy Schmahmann, MD (Harvard Medical School) started out
with his presentation on cerebellar connections.
Victoria Staszak, RN, MS/MBA (University
of Chicago) presented on some practical aspects
of ataxia and the Ataxia Center at the University
of Chicago. Roger Fong, MPT (University of
Chicago) talked about physical therapy for
ataxia followed by S H Subramony, MD 
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(University of Florida - Gainesville) who
discussed ataxia medications and management
techniques. Heather Connors, MS, CCC/SLP
(University of Chicago) & Jennifer Legge, MS,
CCC/SLP (University of Chicago) discussed
speech and swallowing issues.
Kyle Bryant, Ride Ataxia Founder, started
off the afternoon general sessions with his presentation on adaptive sports and fitness. Lisa
Dellafave-Castillo, MS, GCC (University of
Chicago) discussed genetic testing and was
followed by John Rolland, MD (University of
Chicago) who informed us about the psychological aspects of genetic testing. Kathryn Norcross
Black, PhD (Purdue University) discussed the
emotional aspects of ataxia. Then, Mary Anne
Ehlert, CFP wrapped up the general sessions for
the day and informed us about financial planning
for persons with disabilities. Thank you to the
University of Chicago Ataxia Center and other
Chicago area medical professionals for your
participation and support of this conference.
Saturday’s banquet was a great experience for
all that attended. Christopher M. Gomez, MD,
PhD (University of Chicago) gave us a review of
the Ataxia Investigators Meeting that was held
prior to this conference. NAF recognized Mary
and Wilson Romero for attending their 25th
consecutive NAF Annual Membership Meeting!
The 50/50 raff le was great fun with over 70
percent of conference attendees participating to
raise more than $3,500. Congratulations to the
winners of the raff le. Thank you to everyone
who donated items for this year’s tremendous
silent auction and to those that participated in
this event which raised over $5,900. Thank you
to Dreamcatcher Productions who provided
such wonderful dancing music!
Sunday morning started out with Michael
Parent, NAF Executive Director, who discussed
the 2009 highlights of NAF followed by the
NAF business meeting lead by NAF Board
President, DeNiece Roach. Then the general
sessions continued with Laura Ranum, PhD
(University of Minnesota) who gave us an update
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on SCA research developments followed by
Grazia Isaya, PhD (Mayo Medical Clinic) who
gave us an update on FRDA research developments. Sid Gilman, MD (University of Michigan) talked about the diagnosis and management
of sporadic ataxia. Hank Paulson, MD, PhD
(University of Michigan) taught about RNAi
research. Arnulf Koeppen, MD (Albany Medical
College) talked about OPCA and developments
in imaging and neuropathology. George Wilmot,
MD, PhD (Emory University) gave the closing
presentation of the conference with his review of
what was learned throughout the weekend.
Each day’s general session was followed by
a question and answer session which included
the presenters of each day. You can access a copy
of most AMM presentations on www.ataxia.org.
A Special Thank You
The Foundation would like to extend a special
thank you to all the attendees, speakers, facilitators, exhibitors and the numerous volunteers of
the 2010 Annual Membership Meeting. The
NAF would like to especially thank the NAF
Chicago Ataxia Support Group for all their
efforts. It was a pleasure working with Richard
Carr, Jonas and Mary Beth Cepkauskas, Craig
Lisack, Christopher Marsh, Lora Minichillo, Janet
Pepitone, and Sue Woods on this conference.
Many thanks to Marcia Kohl, who volunteered
as our on-site nurse again this year, your services
are so much appreciated. We would also like
to thank this year’s sponsors. Thank you to
Santhera Pharmaceuticals and Athena Diagnostics. Thank you to Sue Woods and Janet
Pepitone, who gathered items for the goody bags
for this year’s conference. Bags were donated
by SquidMarks Imprinting and the University
of Chicago Ataxia Center. Contents of the
welcome bags were donated by Walgreens,
Chicago Botanicals Garden, Marianjoy Rehab
Center and OraLabs. Also, a big thank you to
David Garcia for taking such memorable pictures
of this year’s event. Thank you to the Hyatt
Regency O’Hare and the Chicago CVB for their
service and hospitality throughout this event. O
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Emotional Aspects
of Living with Ataxia
By Kathryn Norcross Black, PhD
The following paper was presented on March 13 at the Annual Membership Meeting of the National Ataxia
Foundation held in Chicago, IL.
“Life is difficult.” This is the opening sentence
of a well known book written by psychiatrist
M. Scott Peck. Life is frequently frustrating
for all humans and Peck wrote these words in
The Road Less Travelled even before he developed
a neurodegenerative disease. Because we have
different life circumstances our difficulties differ
as do the ways in which we deal with them.
Because we are not Vulcans like StarTrek’s Dr.
Spock, on our trek through life we will have accompanying emotions as we cope with problems.
I am a psychologist. My job is to understand
human behavior in order, when asked, to help
others understand how to improve their own
lives psychologically, socially, and sometimes
physically. Today I was asked to talk about the
emotional aspects of living with ataxia. You are at
this convention because either you or someone
you love is affected by ataxia. My comments are
directed both to those with this aff liction and to
their caregivers, and well could be related to
other neurodegenerative diseases.
It is common for everyone at times to become
angry or fearful or sad or even depressed. These
emotional reactions are not only normal but also
necessary and useful. These unpleasant states are
life’s way of sending the message to us that we
should change. It may be that we need to act
differently. If that is not possible or effective we
may need to change our thoughts. Often it is
helpful to do both of these things: change our
behavior and change our thinking
But before we can do either of these things, the
necessary first step is to become aware of what

we are feeling, and then determine why we are
feeling this way.
There are certainly individual differences in
how readily people recognize their negative
emotions as well as how long they focus on them.
There are two clearly unhelpful approaches.
Some tend to deny or ignore negative feelings.
Another subset is more likely to do what is called
“rumination,” turning a matter over and over in
their mind and remaining unhappy while they
do this. Social science data has found that the first
pattern, that of denial, is more characteristic of
men while those with the second pattern, that of
rumination, are more often women.
For both males and females the major point is
that we should become aware of our negative
emotions and their source so that we can make
adaptive changes in behavior or thought.
Let’s consider an example.
You’ve been invited out, perhaps to a restaurant, perhaps to someone’s home. While you’re
glad that people want to see you, there is still
some concern and stress as thoughts like the
following go through your mind. There will be
difficulty getting in and out of the car; there will
be extra time and help required to get out of
casual clothes into the outfits that you prefer for
special occasions; you will need more time to eat
than will others. There are also anxieties about
what might happen. The server may have difficulty understanding you; you might spill food on
Continued on page 28
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If later you find they were not telling the truth
that is their problem!
Finally let me remind you that a decision to
yourself, you might knock something over or
stay home may be the best one. The amount of
drop a glass, you might trip, you might not be
energy available to us decreases with aging. This
able to manage the bathroom alone or fast
is likely to be even more evident when your body
enough, someone there may have difficulty
has difficulties with movement. You will need to
understanding your speech; perhaps someone
make choices as to what you will take the time
will stare at you. You can add other anxieties
to do. Consider that yours is a good life when
from your own experience. By the way, although
there are more available pleasant activities than
these may be issues for you, I also hear these same
you can wisely choose to try.
concerns from many whose only diagnosis is that
I’ve emphasized that we need to be aware of
they are over 70.
what we are feeling and why. Let me make it
One choice is to stay home and read a good
clear that I am not suggesting that we instantly
book or watch TV or play a
take the time during our ongoboard game with family. Another
ing day to evaluate our negative
choice is to go out after having
reactions. Typically you will
made special preparations and
continue with what you are
you will then take the chance
doing. You can take time later in
that some of the other things you
the day to go over in your mind
are concerned about might in
what happened or unload at a
fact happen.
later time on a family member or
In this as most situations both
friend. If you choose to do the
smart behavior and correct
latter my major recommendation
thought will help. You’ve probais that you make it clear to others
bly learned that you should
whether you merely want underconsider your capabilities and
standing and sympathy or
whether or not a particular Dr. Kathryn Norcross Black
whether you are seeking or even
physical location might cause
willing to listen to advice. Reproblems. Difficulty is likely to arise if
member that you can let someone tell you what
you are hesitant or embarrassed to ask the right
they think without necessarily agreeing with
questions and make arrangements. Check about
them.
accessibility well ahead of time. Ask someone
Let me also propose that there are times when
else to give your order. Keep in mind that you
it may be fine and even useful to set aside a
will be more comfortable about going out in
lengthy period deliberately to steep ourselves in
public if you have made the deliberate decision
anger or grief, even to the extent that some
that it would not be a terrible thing if you did do
might consider it wallowing. It is best to do this
something unusual. Remember: failure consists
by yourself at a chosen scheduled period. I hesinot of being unable to do something but rather
tate to say how long it is appropriate for anyone
of not trying what you should.
to grieve about a loss of your own abilities or
those of others dear to you. But there does come
You may also have concerns that someone you
a time for most when you will feel ready to let it
care about may feel inconvenienced or be emgo. Let me admit that I sometimes enjoy
barrassed by you and what happens. The healthy
indulging in this kind of thing. But I also find it
way to deal with that of course, is to ask them
satisfying when the thought comes “this is 
beforehand and believe them if they reassure you.
Emotional Aspects of Living with Ataxia
Continued from page 27
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not helping; it’s time to move on.” One of my
more creative friends uses the phrase “it’s time
to quit hugging cactuses.”
Ataxia does not directly affect the mind. This
means that you can continue to be smart and
creative. You’ll need these characteristics as you
figure out what your issues are and what behaviors need to be changed. Ataxia is often particularly frustrating for the following reasons. In
some cases there is no known cause. At the present there is no known cure. What is perhaps even
more frustrating is the uncertainty as to the speed
with which the disease will progress and in what
way. Feeling out of control is upsetting. It often
helps us feel better if we gather information from
written material or from others. Organizations
such as the National Ataxia Foundation will
often help with its publications and conventions.
There are online sources that deal with individual questions and concerns. While face to face
support groups seem to serve a primarily social
function they also help with the implicit
acknowledgement that you are not alone in your
problems and life frustrations.
Changing Thinking
Let’s assume now that you have been able to
determine thoughts underlying your distress and
you wish to change them. Is this possible? Yes.
This is the underlying principal behind Cognitive Behavioral Therapies. There are a variety of
different approaches within this general categorization. You may find information about these
from books (e.g. Edelman) and websites written
for the general public. The different systems all
involve thinking about and questioning one’s
underlying specific thoughts and general
assumptions. Many of the beliefs that we act on
are unhelpful and unrealistic.
The following questions are ones that caretakers should also consider. Is it really worthwhile
to worry about what strangers will think? Is it
really the case that you should avoid asking for
help? Can you only be a good parent or spouse
when you are able-bodied? Is life worth living

Page 29

only under certain circumstances? Is there any
reason to believe that you being punished for
something?
Ideally you will recognize erroneous thinking
and determine what is a more accurate and
helpful thought. At some times in your life you
may make the decision that it would be helpful to
talk to a professional counselor. This counselor
might assist in your quest to figure out what are
your unhelpful thoughts and where they came
from.
You already know that even after getting good
insights it is often difficult to keep them in your
awareness. Here is a technique that might make
this easier. Write these desired thoughts in the
form of what is called “positive affirmations.”
Create sentences using the positive voice. These
may be statements of acceptance. They declare
such things as “I am a good and loving spouse”
... “I am a Child of God.” ... “I am still a good
human being when I need help.” ... “I embrace
life and do my best.” At least some of the time
simultaneously read and speak aloud the affirmation. Create a number of affirmations and
choose what is most relevant for the day. This exercise is especially helpful when done just prior to
falling asleep or as part of a period of meditation.
Yes, I said meditation.
Meditation
There is substantial data that regular meditation helps one deal with stress and results in more
positive outcomes for physical conditions. Dealing with problems creates stress even when our
thinking is appropriate and our decisions sound.
Neurological conditions not only create stress
but also may make it more difficult for us to
recover from stress. A religious viewpoint is not
necessary to engage in this practice. You should
consider how meditation can be incorporated
into your life.
Fortunately, there are a wide variety of
approaches to meditation as well as a wealth of
Continued on page 30

Gen_1001_27-36.qxp:Layout 1

4/14/10

3:41 PM

Page 30

Page 30

Generations

Emotional Aspects of Living with Ataxia
Continued from page 29
information available in libraries, online, and in
classes. You could get started with a group and
largely continue regularly at home.
I have talked with a number of people who
became frustrated and were made more stressed
by their inability to meditate as they have been
instructed. The reason is that they have been
unable to clear their mind and think of nothing.
Many of us just can’t do that. Try another
system that works for you. Meditation begins
with a period of body relaxation. You may then
fill the mind with some repetitive and relaxing
thoughts. Perhaps you will create your own.
Perhaps you will find CDs or tapes that will do
this for you. Your public library offers a variety to
try out and if you find some you like you can
purchase these or request them for your birthday.
Remember that while best effects require regular practice you do not need to meditate for long
periods of time. Brief but daily meditation can
be entirely successful. You may need to do some
experimentation in order to determine what
time of day and what place is best for you.
Pursuing Happiness
I’ve talked about how to deal with and eliminate negative emotions. If you have a Buddhist
orientation that is a primary goal. But for many
the life goal is not only to survive calmly but to
experience joy as much as possible. You shouldn’t be surprised to learn that even after dramatic
physical damage to the body many people can
again become as happy as they previously were.
Think of Christopher Reeve, who went from
famously smiling while f lying high as Superman
to confinement in a wheel chair, where he
continued to smile.
Empirical research has documented a number
of factors that over a range of ages and life
conditions lead to greater happiness and life
satisfaction I will discuss three of these.
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Gratitude
The first factor is one that you likely know
about if you watch daytime TV.
“Be thankful for what you have; you’ll end up
having more. If you concentrate on what you
don’t have, you will never, ever have enough.”
That frequently quoted comment is by Oprah
Winfrey. Her program widely disseminated the
facts about the positive effects of expressing
gratitude and using what is called a Gratitude
Journal. The Gratitude Journal approach has
become so popular that there are many readily
accessible online sites devoted to this. A common
rule for the Gratitude Journal is that every day one
writes down five things for which you are grateful. These things can be simple – “I’m grateful
that they had my favorite tea on the menu” or
“I’m grateful that the snow is finally melted from
my front yard.” Or they can deal with good
things in one’s life such as – “I’m grateful that I
live near my grandchildren” or “I’m grateful that
I am still able to drive.”
In working this exercise I urge you not to limit
your content only to noble thoughts. Nor should
you feel guilty about such thoughts as “I’m grateful that I’m good looking” or “I’m grateful
I don’t have money problems.” A feeling of
gratitude that your life is not like others you
know or hear about does not mean that you are
glad they are suffering.
You may be glad to learn that various
researchers have found that there are positive
effects even when you list fewer than five things
and that speaking ones gratitude thoughts is
sufficient for some.
If you decide that you should do this but find
yourself forgetting to do so, try the following.
Commit yourself to someone else – a friend, or
family member, or advisor – and agree to report
to them on a weekly basis how often you have
accomplished your gratitude expression. This
technique of making a public commitment to
someone outside yourself is often helpful when
we wish to change behavior. For example, 
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you may well be more likely to carry through
with movement or exercise programs if you have
such outside monitoring. This leads us to our
next factor.
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ment and reactions with them then go ahead. If
you wish to share with someone because you
believe it might be helpful to them to change
their beliefs or behavior then only do so after asking permission. One easy way to do this sort of
thing might be to ask if they would be interested
in a presentation that you heard. You could then
either give them the information as to how the
conferences talks can be accessed on-line or offer
to give them a printed copy.

Social Support Systems
The second factor to increase the likelihood of
happiness has to do with one’s social support
system. There are two major kinds of support
that we need from others.
The bodily nature of humans necessitates that
Choosing Purpose and Meaning
at various times in our lives we will need to be
Another factor clearly associated with happiprotected and cared for in practical ways by
ness is the ability to see or create purpose and
others. This inevitably occurs when we are
meaning in one’s life. Those
very young, aging, or with an
people who believe they have
ailment. It is also in our nature
a purpose report themselves as
both to want to take care of
Those
people
who
happier than those who don’t
ourselves and to fear the
believe they have a purpose
possibility that the extra carebelieve
they
have
for their life.
taking we need might not
There is a wide variety of
happen.
a purpose report
different views as to whether
The psychological nature of
themselves
as
happier
or not we were born with a
humans is such that we need
more than physical care. We
than those who don’t purpose and where it comes
from. When I was growing
need emotional caring as well.
believe
they
have
a
up I attended a church where
We want to know that there
we
taught that our goal
are others to whom we greatly
purpose for their life. waswere
to find God’s will for
matter. Interestingly this may
our
lives
and to do it. This
be satisfied in part by animals.
view, that it is God who has a
Our pets, often appropriately
purpose for everyone, is still widely promulgated
referred to as companion animals, not only make
by
a variety of different religions and often
us feel loved but in some instances make us feel
enthusiastically received. Pastor Rick Warren in
better as we tell them about our concerns and
2002 published “The Purpose Driven Life.”
feelings. This doesn’t preclude the positive feelThis was the best-selling book of any kind for
ings we have when we have special people with
2003 and 2004 and has sold over 30 million
whom we share our feelings and know that these
copies. This is a Christian Biblically oriented
will be accepted.
book and will certainly not please everyone. In
One of the things we often want to do when
fact the assumption that there is a personal God
we have learned something new, as you probawith a personal plan will not be acceptable to
bly have today, from me or other speakers, is to
many.
share it and perhaps especially to share with
Happily, neither dictionary definitions nor
people we think need to hear it. Whether or not
social science research specifies that purpose and
this will work out well depends on how you do
this. If you wish to share with someone because
it gives you mutual pleasure to share your exciteContinued on page 32
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Continued from page 31
goals must come from a higher power. For most
of us, there will be no book or burning bush or
other sign from heaven telling us in specific
terms what our purpose is to be. Instead, we are
not only free to choose, but must choose what
our purpose is. There are some who feel that
they have a calling and knew from early in life
what their purpose is. Sometimes this is a general feeling that you are to serve. Some feel that
they were meant to do certain activities: I’ve
heard this often from writers, musicians, artists,
and actors, and sometimes from doctors, teachers, and ministers. Such people often have
special skills that others of us don’t.
I’ve just given examples of occupations or
activities; but many feel that their purpose or
calling has to do with relationships. For example,
I have a male relative who when asked what he
considered his purpose in life replied that it was
to make sure that his children had a better life
than he did. This is the kind of answer that the
discipline called evolutionary psychology would
say should be commonly found in a species that
has managed to survive.
Other possible kinds of purposes have to
do with changing the world and presumably
making it a better place. For example, one could
aspire to stopping or preventing wars, helping
abandoned animals, reducing cancer, creating
something beautiful, or helping people understand ataxia. Clearly, purposes are varied
and unique and if you are unsure of what you
want yours to be pay attention to what it is
that brings you joy and about which you feel
passionate.
I stated that having a purpose makes it more
likely that you will be happy. Happiness is not
inevitable just because you choose a purpose.
One reason is that people need to have not
only purposes but they also must select goals to
fulfill these and it is easy to select a purpose
with goals that can’t be met and then feel we
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have failed.
Both individual purposes and goals change over
time. Examples of likely changing goals have to
do with parenting and being a family provider.
Perhaps you are asking yourself what your goals
can be as you are now missing prior physical
abilities. Remember that there is no law or moral
imperative saying that goals must always be going
out and doing. We can enjoy ourselves by
observing. We can learn something new. You
may wish to pursue what are referred to as
hobbies, which may include knowledge and
collections. Perhaps you can create stories
about your own life that will be cherished by
your family.
One major purpose that you should consider is
that you are serving as an inspiration for others
as to how to live in difficult circumstances; a goal
could emphasize your usual cheerfulness even
though life has given you more character building experiences than you feel you need.
If done correctly it could be helpful for us to
remind others of their purpose. Caregivers and
those close to the aff licted may tell them of how
they are serving as an inspiration. Those who are
ataxic may need to clarify to caregivers that they
appreciate a commitment to share life and to help
but that significant others need not prove love by
doing all the practical caretaking.
Summary
Life IS often difficult. I have today emphasized
an approach that accepts that you will understandably have times of bad feelings but that there
are ways to deal with these.
Work at finding the thoughts that are dragging
you down emotionally and figure out what
changes you need to make. Ask for and be grateful for help. Remember: you are most likely to
make another’s life happy when you yourself are
happy.
With a life well and wisely lived you can generally be content and your life will have even

more moments of joy than of frustration.
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Closing
Let me close by expressing gratitude. I knew
almost nothing about ataxia prior to preparing
for this talk and so I asked for the opportunity to
talk to some who are dealing with ataxia. The
following people, listed in alphabetical order,
helped educate me by sharing from their life
stories and thoughts; Carole and Richard Carr;
Carli Hanson; Katie and Paula Hook; Craig
Lisack; Christopher Marsh; Patti Olesak; and
Janet Pepitone. Members of the the Barrington
Writer’s Workshop critiqued an early version of
this paper.
I happily express gratitude to them all and to
you for the opportunity to be here today.
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Tribute to Crystal Frohna
It is with great sadness, but with love and lished the USF Ataxia Research Center in 2008.
pride, that I write this tribute to Crystal Frohna, Crystal was instrumental in helping us establish
former President of the West Central Florida the foundation of the center. There are no more
Ataxia Support Group, who recently passed than 10 of these specialized centers geared
towards the treatment of ataxia in the United
away.
Crystal was a capable, competent, compas- States. Because of Crystal’s efforts, the USF
sionate and charismatic woman. She was ARC had its first conference on ataxia in August
2009 and its first large fundraiser
funny, supportive, understanding,
soon after. The proceeds from
patient, and diligent. Her laugh
this fundraiser will help to fund
was infectious. As we got to know
ataxia research, including reeach other, I developed great
search to be performed here at
respect for her as a person and
the USF ARC. Crystal and memfor her many gifts, such as intelliber of the USF ARC also met with
gence and leadership.
Tampa
mayor Pam Iorio, in the
Crystal was a beautiful Gerproclaiming
of National Ataxia
manic blond woman who suffered
Awareness
Day
in September
from Charcot Marie Tooth disease,
2009.
with an ataxic variant. She used
Crystal’s life ended too soon,
a wheelchair, and came close
but
she will always live with the
to dying several times due to
USF
Ataxia Research Center and
disease complications. Crystal
with
me. Her life is a model of
chose to battle her disease by Crystal Frohna
goodness
and love despite adraising awareness of ataxia, and
versity
from
illness.
We
will
imitate her commitsupporting ataxia research through fund-raising
ment
to
ataxia
research
as
we
attempt to come
efforts. I could also count on her to send out
to
terms
with
her
loss.
I
plan
on
a special tribute
e-mails to rally the patients behind a clinical trial
Crystal
on
our
USF
ARC
website
with a
to
or fund-raising effort.
memorial
fund
established
in
her
memory.
Through our collaboration with Crystal, Univer— Theresa Zesiewicz, MD
sity of South Florida College of Medicine estab-
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Ataxia Support Group
Members Cruise to Mexico
By Sherry McLaughlin
On Nov. 16, 2009, 16 travelers (and two assistance dogs) representing four different ataxia
support groups boarded the Carnival cruise ship
Paradise for a four day adventure to Catalina
Island and Ensenada, Mexico. Travelers from the
Los Angeles, San Diego, Orange County and
Detroit groups saw the port city of Long Beach
fade away as we sailed into the western sunset for
four blissful days of total pampering and fun.

Ataxia Support Group members on their cruise
to Mexico

Our VIP treatment came as soon as we arrived
onboard the ship. Porters carried our luggage and
heavy equipment to our cabins as we checked in,
then we proceeded to the Lido deck for lunch
and entertainment. When we went to our cabins, we were surprised to find champagne,
chocolates and tote bags, compliments of our
travel agent. And that was just the beginning of
the fun.
The rest of the cruise was just as relaxing or
busy as our sailors opted to make it. We chose to
dine together as a group each night in the lovely
dining room, so that we could enjoy the luxurious table service. During the day, travelers

relaxed poolside or took part in the never-ending
activities, both on board or ashore. Dawn Dudley of the Los Angeles Ataxia Support Group
commented, “There was so much to do. I loved
all the [board] games, and the various movie and
music trivia games. I also loved the variety of
food, from the high tea to the sushi bar.” Earl
McLaughlin, leader of the San Diego Ataxia
Support Group, was impressed with the roominess of the ship. “I was blown away by the room
for wheelchairs. Other cruise lines have nothing
on Carnival.”
Memorable moments are many: Nancy belting out a karaoke tune, Sid in a scooter drag race
(in Ensenada, not on the ship), Dawn getting
poolside knitting lessons from Trish, Daniel in
the poker tournament and Pat getting more than
one hole-in-one on the top deck golf course.
Also memorable was the Mariachi band serenading Chianti at a little cantina in Ensenada and
Thom showing off his new hat. What fun it all
was! Detroit Ataxia Support Group members
Randy and Sherry were kind enough to download photos onto their laptop and provide our
travelers with a composite DVD of our trip.
We were all sad when the cruise ended and we
had to return to everyday life. As Sid Luther, the
leader of the Los Angeles Ataxia Support Group
commented, “I had a great time and I’d do it
again.” Other cruisers felt the same way and have
already indicated a desire to cruise again in 2010.
Will you be joining us?
For more information, please contact Cherilyn
McLaughlin at ccherilynmc@yahoo.com or (626)
791-1558, or Easy Access Travel’s Debra Kerper
at debra@easyaccesstravel.com or (toll free) 1-800O
920-8989.
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West Central Florida
Ataxia Support Group
By Nygel Lenz, Amber Miller, and Dr. Theresa
Zesiewicz
The annual meeting for the West Central
Florida Ataxia Support Group (WCFASG) took
place at the beautiful new Carol Morsani Center
located at USF in Tampa on Nov. 7, 2009. There
was a great turn out with many new members
joining! The members enjoyed a Thanksgiving
lunch during this meeting, catered by Boston
Market.
Elections took place, and the following were
elected to office: President, Nygel Lenz; Vice
President, Cindy Steever-Ziegler; Co-Treasurers, Sue Weir and Tara Churchill; and CoSecretaries Meghan McBrearty and Arlene
Bethelmy.
The meeting also recognized the work of
Cindy Steever-Ziegler, and her amazing efforts
for the “Walk N Roll.” T-shirts and other items
were sold, and a raff le was held.
Dr. Theresa Zesiewicz addressed new and
current research with ataxia. The United States
still needs patients with Friedreich’s ataxia (FA)
and SCA type 3 for clinical trials with Chantix.
If anyone is interested, please contact Amber
Miller at (813) 974-5909 or e-mail tzesiewi@
health.usf.edu.
The upcoming meetings for the 2010 year will
be held on May 22, July 24, and Sept. 11. New
members are welcome to attend!
Tri-State Ataxia Support Group
By Denise Mitchell
Our group met on Jan. 14 and had our kick -

Page 35

off to the New Year potluck supper. We all
shared the food and told personal as well as
funny stories that had recently happened. One
of our members, Adam, is an avid biker, and
shared his experiences with us. Everyone had a
good time.
Twin Cities Ataxia Support Group
By Lenore Healey Schultz
Our group’s meeting time and day has
changed and will now be held every third Saturday of the month at 10 a.m. At our inaugural
meeting at our new day and time, I started
the meeting with some business items and
announcements and then we went around
the room with quick introductions.
We discussed the need for an individual to
update our website. Currently, Jill Bigelow
manages our contact list, and puts my meeting
summaries on our website. However, because
Jill is busy working, she only has time to put my
monthly meeting summary on our website. We
still need an individual with time, ability
and interest in keeping our website current. If
you are interested in doing this, let me know.
Secondly, we discussed an e-mail sent to me
by a California support group member regarding
a NAF-supported networking website that he
created. American Ataxia Networking - Americans helping Americans with Ataxia. I highly
encourage you to check it out at www.american
ataxianetworking.com. Also, if you are into using
Facebook, NAF has both a group page and a fan
page. You can join on either level of involvement that you wish.
Continued on page 36
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Chapter and Support Group News
Continued from page 35
After discussing several announcements and
business items, we welcomed our guest speakers, Dr. Martha Nance and speech therapist
Marjorie Johnson. Dr. Nance is the director of
the Struthers Parkinson’s Center at Park Nicollet, and also works with patients who have ataxia,
helping them to improve their quality of
life. Speech therapist Marjorie Johnson, who is
well versed in ataxia and other neurodegenerative diseases, led our group in many speech
exercises. Both speakers answered questions
from the group. There were 30 people who
attended. The meeting ended at noon.
Middle Tennessee Ataxia Support Group
By Vicki Tyler
On Dec. 5, 2009, the Middle Tennessee
Ataxia Support Group met for the first time in
Nashville, TN. There were eight people in
attendance, including our speaker, Kenton
Dickerson. He works for the Center for Independent Living of Middle Tennessee and he
spoke to us about the many services they supply
to persons with disabilities. He also discussed the
Americans with Disabilities Act.
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In addition, we each talked about our symptoms, medical diagnoses, doctors, medicines,
exercise, and the vitamins and supplements that
we take. We told a little about ourselves and
compared ataxia stories. We plan to meet four
times a year in or around Nashville.
We are all very excited to be a part of a group
of other ataxians, who can understand and support each other. Even though we live so far away
from each other (from Memphis to Knoxville,
and even Bowling Green, KY), we all agreed
that we’d like to get together more often socially.
So we met for dinner in Lebanon, TN on Jan.
16 and in Cookeville, TN on Feb. 20.
Northern California
Ataxia Support Group
By Rebecca Douglass
The business meeting was called on Jan. 9 by
Mike Fernandes, the new group leader. Newcomers were welcomed. The group discussed
several important items. The Cooperative Ataxia
Group needs participants for its research projects; for information and how you can help,
please visit the website: www.cooperative-ataxiagroup.org. A Walk n’ Roll will be planned for
Ataxia Awareness Day in 2010, and we need a
volunteer to start now, as we were too late 

Middle Tennessee Ataxia Support Group members (left to right): Kenton Dickerson, Donna and
Joe Roysdon, Jay and Vicki Tyler, Allie Gray-Fowler and Mark Fowler, and Laura Morefield. Three
members who were unable to attend were Iris Dichtel, Dave Hallikainen, and Kathy Johnston.
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in 2009. However, we did have a successful
garage sale instead. A new member, Joanne
Loveland, has volunteered to co-chair this event.
Jody Ames then gave a financial report which
included giving $300 to NAF in addition to the
proceeds from our garage sale.
The group was saddened by the deaths of
founding member Jim Torres, and long-time
member Karin Koski, who both passed away in
2009.
Our program speaker was Rosey Chow, a
physical therapist who works with UC Davis
neurologist Dr. Vicki Wheelock. Rosey comes
with a long line of experience working throughout the world, including Hong Kong, Australia,
and the United Kingdom. She stressed the
importance of exercise and presented many
that could be done from a wheelchair or bed. An
active question and answer period followed.
Chesapeake Chapter’s DE/PA
SIG (Ataxia Support Group)
Inaugural Meeting
By Joe DeCrescenzo, DE Ambassador,
and Chris Rakshys, PA Ambassador
Our first meeting at the Milton S. Hershey
Penn State Medical Campus in Hershey, PA was
a huge success! We were able to connect with
many members, thanks to the generous help of
NAF ’s task of mailing out our meeting f lyers.
We had 31 people in attendance: ataxians, caregivers, family members and professionals.
The presentation of our main guest speaker,
Dr. T. Subramanian, Director of Movement
Disorders at Hershey Penn Hospital, was very
well received. His knowledge of the many forms
of ataxia was quite impressive. He shared with
us a few of his scientific research findings and
future ideas. He answered questions posed to
him in a very friendly, relaxed and easy-going
manner. His ability to translate medical language
into lay language was very much appreciated.
Unfortunately, our second guest speaker
(speech therapist) was ill, and so we had to
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modify our agenda a bit, but it all worked out:
we had extra “chat time” amongst ourselves as a
group, and it was very nice to hear from each
representative.
Tentatively, we are planning to have our
fall meeting in Newark, DE. It is our plan to
f lip-f lop meeting locations between our two
states, so that hopefully more members will be
able to attend our support and information
group meetings.
Kansas City Ataxia Support Group
Celebrates 20 Years
By Lois Goodman and Jim Clark
The Kansas City Ataxia Support Group was
founded in February, 1990, by Ann Wyant,
whose sister had Friedreich’s Ataxia. Ann moved
to Bethany, MO to take care of her parents and
still resides there.
At our meetings, we discuss new research,
what is new in our lives as ataxia patients, and
give support to each other. As of today we have
15 active members, two are from the original
group. Over the years several members have
moved away and 10 are deceased. All in all, we
stay active.
We meet the second Saturday of each month
with the exception of January. Our doors are
always open to ataxia patients and their families
O
and friends.

Stay in Touch!
News and photos covering your group’s
activities and updates about happenings in
your area regarding education, support or
awareness is important to our readers.
Please send stories, events and reports
by e-mail to liz@ataxia.org or by mail to the
NAF office address listed on page 2.
The deadline for the summer issue is May
14, 2010.
Thank you for your support.
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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.

Social Networks

E-mail: donnelly6132b@aol.com
www.ataxia.org/chapters/Birmingham/default.aspx

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

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

Chapters

California

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

Louisiana Chapter
Carla Hagler, President
Slidell, LA
(985) 882- 9830
E-mail: ataxia1@earthlink.net
Web: www.angelfire.com/la/ataxiachapter
www.ataxia.org/chapters/Louisiana/default.aspx

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

Support Groups
Alabama
ALABAMA S.G.
Becky Donnelly
Hoover, AL
(205) 987-2883

LOS ANGELES S.G.
Sid Luther
Glendale, CA
(818) 246-5758
E-mail: harryluther@sbcglobal.net
Web: http://laasg-ca.info
www.ataxia.org/chapters/LosAngeles/default.aspx
Jim Fritz
(310) 397-5208
E-mail: ondefritz@aol.com
NORTHERN CA S.G.
Mike Fernandes
Brentwood, CA
(925) 516-6906
E-mail: fernandesml@comcast.net
Web: www.geocities.com/casupport
www.ataxia.org/chapters/MikeFernandes/default.aspx
www.ataxia.org/chapters/NorthernCalifornia/default.aspx
ORANGE COUNTY S.G.
Daniel Navar
Montebello, CA
(323) 788-7751
E-mail: dnavar@ucla.edu
Web: www.geocities.com/ocasgg/
www.ataxia.org/chapters/OrangeCounty/default.aspx
SAN DIEGO S.G.
Earl McLaughlin
El Cajon, CA
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(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

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

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

Florida
NORTHEAST FL S.G.
John Richwine
Jacksonville, FL
(904) 996-0699
E-mail: sirichwine@aol.com
www.ataxia.org/chapters/NortheastFlorida/default.aspx
WEST CENTRAL FL S.G.
Nygel Lenz
Clearwater, FL
(727) 791-3587
E-mail: nygell@hotmail.com
www.ataxia.org/chapters/TampaBay/default.aspx

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

Illinois
GREATER CHICAGO AREA S.G.
Richard Carr
Mount Prospect, IL
(847) 253-2920
E-mail: caasg@comcast.net
www.ataxia.org/chapters/Chicago/default.aspx
METRO AREA CHICAGO S.G.
Christopher “Topher” Marsh
Chicago, IL
(312) 662-1127
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E-mail: cmarsh34@ameritech.net
http://health.groups.yahoo.com/group/u-r-notalone/
www.ataxia.org/chapters/ChrisMarsh/default.aspx

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

Louisiana
See Louisiana Chapter

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

Maryland
See Chesapeake Chapter

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

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

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

Mississippi
See Mississippi Chapter

Continued on page 40
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Chapters, Support Groups and Ambassadors
Continued from page 39
Missouri
KANSAS CITY S.G.
Jim Clark
Gladstone, MO
(816) 468-7260
E-mail: clarkstone9348@sbcglobal.net
www.ataxia.org/chapters/KansasCity/default.aspx
Lois Goodman
Independence, MO
(816) 257-2428
www.ataxia.org/chapters/KansasCity/default.aspx
MID-MISSOURI S.G.
Roger Cooley
Columbia, MO
(573) 474-7232 before noon
E-mail: rogercooley@localnet.com
www.ataxia.org/chapters/RogerCooley/default.aspx

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

New York

Spring 2009

E-mail: malindam@samhealth.org
www.ataxia.org/chapters/Willamette/default.aspx

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

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

Texas
CENTRAL TX S.G.
Linda Crawley
Liberty Hill, TX
(245) 793-9409
E-mail: calebsnana2@msn.com
www.ataxia.org/chapters/Linda/default.aspx

TRI-STATE S.G.
Denise Mitchell
(212) 844-8711
E-mail: markmeghan@aol.com
www.ataxia.org/chapters/Tri-State/default.aspx

HOUSTON AREA S.G.
Angela Cloud
Houston, TX
(281) 693-1826
E-mail: angelahcloud@aol.com
www.ataxia.org/chapters/Houston/default.aspx
NORTH TX S.G.
David Henry Jr.
Trophy Club, TX
E-mail: cheve11e@sbcglobal.net
www.ataxia.org/chapters/NorthTexas/default.aspx

Ohio

Utah

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

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

Oklahoma

Virginia

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

See Chesapeake Chapter

CENTRAL NY S.G.
Linda Johnson
Cazenovia, NY
E-mail: johnsons@summitsolutions.net
www.ataxia.org/chapters/CentralNewYork/default.aspx

Oregon
WILLAMETTE VALLEY S.G.
Malinda Moore, CCC-SLP
Albany, OR
(541) 812-4162 Fax: (541) 812-4614

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

E-mail: jdecr@comcast.net
www.ataxia.org/chapters/DeCrescenzo/default.aspx

India

Florida

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

Eleanor Daly
Delray Beach, FL
(561) 272-9615
E-mail: elle175@msn.com
Jim Henderson
Orlando, FL
(407) 568-9092
E-mail: jamesone24@aol.com
www.ataxia.org/chapters/JimHenderson/default.aspx
Cindy Steever-Ziegler
Bonita Springs, FL
(239) 878-3092
E-mail: csteever@msn.com
www.ataxia.org/chapters/Cindy/default.aspx

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

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

Arkansas

Illinois

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

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

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

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

Delaware
Joseph DeCrescenzo
Newark, DE
(302) 369-9287

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

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

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

Continued on page 42
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Missouri
Susan L. Strode, PhD
Jefferson City, MO
(573) 659-4759
E-mail: addressdrsusie@embarqmail.com
Web: www.dr-susie.com

New York
Valerie Ruggiero
Fishkill, NY
(845) 897-5632
E-mail: vrabsolutely@aol.com
www.ataxia.org/chapters/ValerieRuggiero/default.aspx

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

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

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

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

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

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

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

Donate a Vehicle
to Benefit NAF

GoodSearch Is
Good for NAF

Do you have a spare car or truck sitting
unused, or know someone who does?
Donating a vehicle to the National Ataxia
Foundation helps support the important
work that is being done on behalf of all who
are affected by ataxia and their families.
To donate your car, truck or motor home,
call the NAF office at (763) 553 -0020. Your
vehicle will be picked up at the location you
designate. Please have the certificate of
title with the vehicle.
Thank you in advance for your donation.

Did you know that donating money to the
National Ataxia Foundation is as easy as
changing your Internet search engine?
GoodSearch.com is a search engine that
donates 50 percent of its revenue to the
charities and schools designated by its
users. Simply go the the site’s home page
and follow the easy steps to make NAF your
charity of choice.
Then use GoodSearch as you would any
other search engine. You’ll make a difference in the lives of those with ataxia!
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Virginia
Donna Ring
St. Stephens Church, VA
(804) 769-3983
E-mail: ringwh@peoplepc.com
www.ataxia.org/chapters/Ring/default.aspx
Dick Sargent
Springfield, VA
(703) 321-9143
E-mail: dcksrgnt9@aol.com
www.ataxia.org/chapters/DickSargent/default.aspx

Ataxia
Awareness
By Deborah Levi
Gradually, without warning,
my body yielded to a forceful
stranger. Like a gentle landscape
interrupted by invasive weeds ,
my heart and flesh surrendered
in confusion.
After increased falls,
torn muscles, weakened bones:
humiliation set in, and was tattooed
throughout my veins.

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

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

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

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

Attention Chapter and Group Leaders
Please help us keep your information and schedules
up-to-date by e-mailing updates to lori@ataxia.org.

O

Caged by fear of rejection, I
froze, afraid to breathe. Shivering
in denial, I looked for reasons,
turned towards science. With finding
after finding, study upon study,
I slowly untangled curves and lines
of my brain’s circuitry. I frequented
MRI tunnels, EEG machines,
paralyzed, terrified, afraid to wink.
After years of inner travel
on slippery dark, silent roads,
I look for level ground, paths
cemented with promise. I no
longer hear frantic voices,
thoughts no longer limit me.
Chilly air fades — I know my body
needs assistance. I wear
a shawl of acceptance.
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Calendar of Events
Saturday, April 17, 2010
San Diego Ataxia Support Group Meeting
1 - 3 p.m. at Sharp Rehabilitation Center, 2999
Health Center Dr. on the East side of Hwy 163
between Genesee Ave. and Mesa College Dr.,
behind Sharp Memorial Hospital. Plenty of free
parking. For more information please contact Earl
McLaughlin at (619) 447-3753 or sdasg@cox.net.
www.ataxia.org/chapters/SanDiego/default.aspx
Twin Cities Ataxia Support Group Meeting
10 a.m. every third Saturday of the month at the
Presbyterian Homes of Roseville at 1910 West
County Road D, Roseville, MN. For more information contact Lenore Healey Schultz at schultz.
lenore@yahoo.com. www.ataxia.org/chapters/Twin
Cities/default.aspx

Sunday, April 18, 2010
Chicago Metro Ataxia Support Group Meeting
1 p.m. at the University of Chicago Medical
Center, 5758 S. Maryland (at 57th & Cottage
Grove) Room 1402. For more information please
contact Christopher Marsh at (773) 334-1667 or
cmarsh34@ameritech.net. www.ataxia.org/chapters/
ChrisMarsh/default.aspx

Wednesday, April 21, 2010
Greater Atlanta Ataxia Support Group Meeting
1 p.m. at Emory Center for Rehabilitation Medicine, 1441 Clifton Rd., Room 101, Atlanta, GA.
For more information contact Dave Zilles at (770)
399-6710 or dzilles@earthlink.net. www.ataxia.org/
chapters/Atlanta/default.aspx

Saturday, May 1, 2010
Central Texas Ataxia Support Group Meeting
Meets on the first Saturday of every other month
from 11 a.m. to 1:30 p.m. at the Dell Childrens
Medical Center of Central TX, 4900 Mueller Blvd.,
Austin, TX. We will meet in 4 Central Conference
Room, located between Respitory and Oncology
on the fourth floor. The medical Center’s main
number is (512) 324-0000. For more information
contact Linda Crawley at (512) 635-9478 or calebsnana2@msn.com. www.ataxia.org/chapters/Linda/
default.aspx

Saturday, May 8, 2010
Los Angeles Area Ataxia Support Group Meeting
We meet 2 - 4 p.m. bi-monthly on the second

Saturday at the Westside Center for Independent
Living (WCIL), 1201 Venice Blvd., Los Angeles, CA.
Plenty of accessible parking in back of WCIL. We
meet in the community room. From the parking
lot (in rear) enter through patio. For people with
disabilities, mainly with some type of ataxia. Any
type of disability tends to isolate us. This is a
place to meet people, socialize, and support each
other. We all something in common, our disabilities. Together we can make life easier, more comfortable, supportive, and productive. For more
information please contact Sid Luther at (818)
246-5758. www.ataxia.org/chapters/LosAngeles/
default.aspx
Middle Tennessee Ataxia Support Group Meeting
2:30 p.m. in Dickson, TN. For more information
contact Vicki Tyler at (615) 646-3024 or
tylerv2@comcast.net. www.ataxia.org/chapters/
Vicki Tyler/default.aspx

Wednesday, May 12, 2010
Willamette Valley Ataxia Support Group Meeting
11:30 a.m. – 1 p.m. on the second Wednesday of
every month at Albany General Hospital, 1046
Sixth Ave. SW, Albany, OR. For more information
contact Malinda Moore, CCC-SLP at (541) 8214162 or malindam@samhealth.org. www.ataxia.
org/chapters/Willamette/default.aspx

Saturday, May 15, 2010
Twin Cities Ataxia Support Group Meeting
10 a.m. every third Saturday of the month at
the Presbyterian Homes of Roseville at 1910
West County Road D, Roseville, MN. For more
information please contact Lenore Healey Schultz
at schultz.lenore@yahoo.com. www.ataxia.org/
chapters/TwinCities/default.aspx

Sunday, May 16, 2010
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

Friday, May 21, 2010
Abilities Expo -– NY Metro
May 21-23 at the New Jersey Convention & Expo
Center. www.abilitiesexpo.com/newyork
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Saturday, May 22, 2010
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Northeast Florida Ataxia Support Group Meeting
1 p.m. at Baptist South Hospital. Directions to
Baptist South: From I-95, take exit 335 which is
Old St. Augustine Rd. Go East. Follow the signs to
the hospital. We are less than a half-mile off of
the interstate. Directions to the conference rooms
from the main entrance: Come in the main entrance and make a right. Go past the first hallway
on the left and the Azalea, Begonia and Camellia
conference rooms will be the next doors. All meetings will be in the Azalea and Begonia rooms. For
more information please contact John Richwine
at sirichwine@aol.com. www.ataxia.org/chapters/
NortheastFlorida/default.aspx
West Central FL Ataxia Support Group Meeting
Noon – 3 p.m. at University of South Florida,
Morsani Hall, Room A&B. For more information
please contact Nygel Lenz at (727) 791-3587
or nygell@hotmail.com. www.ataxia.org/chapters/
TampaBay/default.aspx

would like to cover to Linda Johnson ahead of
time. Feel free to bring a snack to share if interested. For questions or to RSVP if/when you know
your plans, please contact Linda Johnson at johnsons@summitsolutions.net. Looking forward to seeing you! www.ataxia.org/ chapters/CentralNewYork/
default.aspx
Kansas City Area Ataxia Support Group Meeting
2 - 4 p.m. on the second Saturday of each month
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
Middle Tennessee Ataxia Support Group Meeting
Noon in Nashville, TN. Picnic in the park with
guest speaker, Ellen Treanor, Yoga Instructor, on
“Yoga’s Benefits for Ataxians.” For more information please contact Vicki Tyler at (615) 646-3024
or tylerv2@comcast.net. www.ataxia.org/chapters/
VickiTyler/default.aspx

Saturday, May 29, 2010

Sunday, June 13, 2010

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

14th Annual International Congress of
Parkinson’s Disease and Movement Disorders
June 13 -17, Buenos Aires, Argentina. www.move
mentdisorders.org/congress/congress10/

Sunday, June 6, 2010
Seattle Area Ataxia Support Group Meeting
2 - 4 p.m. at Madison House Retirement Center.
This meeting’s focus will be Exercise. For more
information please contact Milly Lewendon at
(425) 823-6239 or ataxiaseattle@comcast.net
www.ataxia.org/chapters/Seattle/default.aspx

Wednesday, June 9, 2010
Willamette Valley Ataxia Support Group Meeting
11:30 a.m. – 1 p.m. on the second Wednesday of
every month at Albany General Hospital, 1046
Sixth Ave. SW, Albany, OR. For more information
contact Malinda Moore, CCC-SLP at (541) 8214162 or malindam@samhealth.org. www.ataxia.
org/chapters/Willamette/default.aspx

Saturday, June 12, 2010
Central NY Ataxia Support Group Meeting
2 - 4 p.m. at North Syracuse Community Center,
700 South Bay Road, North Syracuse, NY. The
format for the meeting will be open discussions.
Send your topics or points of discussion that you

Saturday, June 19, 2010
Orange County Ataxia Support Group Meeting
Meets on the third Saturday of every other month
from 1:30 - 4 p.m. Orange Coast Memorial
Medical Center (Breast Cancer Bldg., Room 1A),
9900 Talbert Avenue, Fountain Valley, CA. For
more information Contact Daniel Navar at
dnavar@ucla.edu. www.ataxia.org/chapters/Orange
County/default.aspx
Twin Cities Ataxia Support Group Meeting
10 a.m. every third Saturday of the month at the
Presbyterian Homes of Roseville at 1910 West
County Road D, Roseville, MN 55112. For more information contact Lenore Healey Schultz at
schultz.lenore@yahoo.com. www.ataxia.org/chapters/
TwinCities/default.aspx

Sunday, June 20, 2010
Chicago Metro Ataxia Support Group Meeting
1 p.m. at the University of Chicago Medical
Center, 5758 S. Maryland (at 57th & Cottage
Grove) in Room 1402. For more information
please contact Christopher Marsh at (312) 6621127 or cmarsh34@ameritech.net. www.ataxia.org/
chapters/ChrisMarsh/default.aspx
O
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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
November 2009 through March 2010. We are sorry that we cannot separate the memorial contributions
from those made in honor of someone, as sometimes the person making the contribution does not let
us know if the contribution is a memorial or in honor of their friend or family member.
Dulnari Aga
Remo Agostini
Elmer Akin
Evelyn Akin
Frank Aldridge
Susan Alexander
M/M A. Alibrio
Maria Alioto
Paul Anderson
Linda Anderson
Donovan Asher
Nancy Apke
K. Arnould
M/M Peter Ayling
Sharon Baggett
M/M D. Bagwell
Paige Baker
Rebecca Baldwin
Vicki Balough
Donald Banta
Brandon Barker
Mary Barros
Maureen
Bartlett-Carter
Michael Bauer
Dr. Luke Baxley
Margie Beasley
Betty Beck
Clair Beck
Kay Bell
Renee Benoit
Giovanni Bertussi
Sara Betty
Dr. Thomas Bird
Kim Bishop
Ennis Blain
Thomas Blain
Fred Blasberg
Dena Bowers
Nancy Boyar
Hilda Braswell
Muriel Breland, Jr.
Connie Britt
John Brodnyan
Jaime Brooks
Nancy Brooks
Angel Brown

Linda Brown
David Brunke
Cletus Brunnert
Margie Bryant
Theodore Burdyl
Camden Calbert
Rita Cameron
Bob Carr
James Carr
Sue Casey
Stephanie
Chartrand
David Chernoff
Ms. Cheung
Elizabeth Chiu
Joann Ciecierski
Caroline Clapham
Constine Clark
Krista Clarke
Robert Claude
Mildred
Clements, Jr.
Michael Clementz
Family
John Closs
Colleen Coffey
Coffey Family
Frank Coffey
Joe Coffey
Louis Coletti
George Cook
Leslie Cooley
Roger Cooley
Todd Cotes
Honora Coyne
Janet Coyne
Nona Coyne
Chris Crabtree
Robert Crosby
Bobby Crudup
Brandon Crudup
Russell Crystal
Archie Curtit
Pamela Dawn
Baumgartel DeBeer
Carlo DiSilvestro

Celestina
DiSilvestro
Maureen Dolan
Paul Dolan
Tom Dolan
Fred Donnelly
Naomi Droz
Denise Dudley
Sany Dudzic
Diane Dusbiber
Andrew Egeressy
Madeline
Ellingworth
Rebecca Engsberg
Peggy Ewing
Joseph Falcon
Kathleen Falcon
Trinity Falk
Don Farquhar
Barton Ferris, Jr.
Rev. Herbert Fink
Charlie Fisher
Alice Flming
Dr. Kenneth Flynn
Jimmy Fortenberry
Ellis Foster
George Fowler
Sharon Fowler
Franz Frank, Sr.
Maxine Freeman
Julie Frenz
Christine Frohna
Susan Fruge Family
Mark Frykman
Ruth Furniss
Anita Garcia
Callie Girod
Debra Glasper
Sylvia Glazer
Joe Golminas
Penny Golminas
Manuael
Gonzalez, Sr.
Ann Goodspeed
Edward Goodspeed
John Goshert
Mary Goshert

Jacqueline Gray
Steve Greenblatt
Larsen Greory
Richard Gregory
Brian Groben
David Groben
M/M Alan Groben
M/M Philip Groben
Ricky Groben
Paschal Guercio
Evelyn Hankins
Jimmy Hankins
Jim Horne Hankins
Mary Hansen
Caroly Harris
James Haywood
David Henry, Jr.
Brent Hertzfeldt
Eric Hill
Richard Hinman
Carrol Hofer
Eugene Hoffman
Johnny Hogan
Lois Hough
Lynda Howell
Jordan Hubbard
Sydney Hubbard
James Hughes
Howard Hummius
Dorothy Irving
Carolynn Jackson
Lisa Jaffe
Rebecca Jarrell
Elaine Jennings
Hazel Jennings
Charlotte Johnson
Dave Johnson
Betty Jones
Eileen Jubina
R. Jurasek
Marvin Kamen
Norman Karas
Robert Keithly
Pauline Kelly
Regina Kelly
Thomas Kennedy
Aimee Kern

Cindy Kern
Danylle Kern
Cindy Kern Family
M/M W. Kern
William Kingsmore
Rosemary Kobler
Kohl Family
Jordan Kohl
Jamie Kosieracki
M/M J. Kremzier
Sally Kukelhan
Brennon Kulis
Kathryn Kurtz
Mary Kyllo
Norman La Barre
Julie Lahey
M/M J. Laird
John Lane, Sr.
Irene Lanzendorfer
Max Lanzendorfer
Rodger Larsen
Derold Le Blanc
Family
Linda Lee
Donald Leibundgut
Johna Leidholt
Viola Lembke
Brian Leonard
Nicole Lester-Ekis
Olga Lilac
Irene Littleton
Leilani Logan
Robert Logan
Doti Lonaberger
Elaine Long
Stephainie Lovelock
David Lowsley
Jeff Ludwig
Claire Lutz
M/M R. Macedonia
Carly Magnuson
Deborah Markham
Chris Marsh
John Marten
Jackie Martignetti
Bruno
Mastroprimiano 
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Marco
Mastroprimiano
Rhonda
Mastroprimiano
John Mauro, Jr.
Nicholas Maximov
William May
Megan McCandles
Barb McCartan
Jack McCartan
Ellen McDermott
Maury McDonald
M/M J. McDonough
Dick McGlinchey
Charley McLaughlin
Earl McLaughlin
Joyce McNeal
M/M Matt McNett
Antoinette Menard
Patricia Messigian
Susan Metcalfe
Chris Meyer
Paul Miller
Tiffany Miller
Lynn Minichillo
Denise Mitchell
Linda Mitchel-May
Alfred Moline
John Moniz
Patrick Moore
Jose Moran
Dolores Morello
Bob Morely
Kathryn Morgan
Margaret Morris
Ellen Mourton
Carol Mullen
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Charlie Murphy
Dawn
Murphy-Marshall
Bruce Nanninga
Harvey Nevis
Pamala Newton
John Norton
Lanea Oakland
Patricia O’Brien
M/M W O’Connell
Michael O’Dea
Joyce O’Leary
Aubrey Olson
Nick Olson
Cathryne Overstreet
Laura Owens
Vural Oz
Joe Parker
Sandra Parker
Paula Partilla
Iris Patrick
Adam Payne
Josh Peck
Corey Pemberton
Sean Pemberton
Stephanie Peterman
Kenyon Petty
Victor Pignatiello
Patricia Pisano
Eric Pogulis
Ikue Pollak
Doris Poole
Dwight Poole
Kim Poor
Jon Poore
Lulu Poore
Brian Powell

Rick Presley
David Price
Jeannie Price
Jan Primeaux
Julie Quinlivan
Scott Quinn
Ron Randol
Charity Ranger
Patrick Rattigan
Nate Redman
Eugene Regruto
Nancy Reidy
Jennifer Reintjes
Djenane Rey
Ainsley Rhodes
Chance Rhodes
Tina Rhodes Family
Sherrie Richwine
Janet Riley
Florence Rinaldi
Sue Robinson
M/M R. Rocca
Don Roemke
Ken Roemke
Walter Roemke
William Roy
James Ruffin
Leonard Rus
Rodney Rydeen
Dolly Sachs
Renee Salomone
Donald Santa Croce
Santa Croce Family
Roberta
Santa Croce
Jeff Scheffler
Timothy Scheffler

International
Ataxia Awareness
Day 2010
Are you or your support group starting to
plan your 2010 International Ataxia Awareness Day event or activity? The National
Ataxia Foundation would like to help you
with your event!
For more information please contact Lori
Shogren of the NAF staff at (763) 5530020 or lori@ataxia.org.

Josephina
Schembre-McCabe
Jay Schleuter
Mary Schmidt
Bruce Schneider
Robert Schoenrogge
Lucia Schone
Rogene Schreiber
Larry Schut
Florence Sebesta
Derek Semler
Sarah Shabaker
Juanita Sheets
Linda Simon
Dana Simpson
Rayland Skala
Charlotte
Slingerland
Robin Smith
Windy Smith
Amber Snell
Leon Spears
Jenny Spiller
Douglas Spooner
Max Springer
Harley, Sr.
Zack Stackle
Joey Staiger
Louise Stebbins
Cindy
Steever-Ziegler
Terri Stone
Pearl Straub
Charlotte Strong
Thomas Summers
Kelly Sutton
Sweeney Family

M/M Wes Sweeney
Roger Teske
Doris Thell-Nelson
Jim Torres
Dr. Aymee
Torres-Michels
Buck Turnbull
Phil Turnbull
J.W. Underwood
John Underwood
Jacob VanBuren
M/M R. Van Horn
Rudy Van’t Hoff
Jesse Vandergriff
Anna Vibberts
Eleanor Vibberts
Judy Vink
Laura Volker
Marlea Waddell
Philip Wade
Jeanne Walter
William Walus
James Watson
Betty Wehren
Jean Weissman
Susan West
Donna Wilde
Michael Williams
Woerner Family
William Workley
Beverley Wright
Harold Wright
Hazel Wright
Colleen Yosick
Pete Zarmakoupis
Patsy Zeller
Zmithrovitch Family O

National
Ataxia Registry
Your participation in the National Ataxia
Registry is very important to further ataxia
research. Please register at www.national
ataxiaregistry.org.
For more information, please contact the
Research Coordinator of the Ataxia Program
at the University of Florida by email at
nationalataxiaregistry@neurology.ufl.edu or
leave a voicemail message with your name
and phone number at (352) 273 - 9195.
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National Ataxia Foundation
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Is your address correct? Are you receiving more than one issue of Generations? If there are any
changes that need to be made, please call NAF at (763) 553-0020 or e-mail naf@ataxia.org. Thank you!

GIFT – HONOR – MEMORIAL

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)
K Lifetime membership
$500 +
Annual memberships:
K Patron membership
$100-$499
K Professional membership
$55 +
K Individual
$35 +
K Household
$55 +
K Addresses outside the U.S. please add $15
Your Name ____________________________

Address ______________________________

My contribution is:
K In Memory K In Honor K 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.
K Check. Please make payable to the

National Ataxia Foundation.

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

