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RNAi Therapeutics
for Friedreich’s Ataxia
By Robert Wilson, MD, PhD
University of Pennsylvania, Philadelphia, PA
The following is a research summary of a grant funded by NAF.
Our project involved a novel approach to
the development of therapeutics for Friedreich’s ataxia. We devised a method to screen
small RNAs called short-hairpin-loop RNAs
(shRNAs) to identify shRNAs of therapeutic
interest. Our approach has the advantage of,
in effect, allowing cells to tell us which shRNA
sequences are the most effective, and the least
toxic, without prior assumptions. The identification is based on functional selection, with
effective shRNAs identified from cells that
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survive a particular condition or exhibit a predetermined phenotype, such as better growth. Our
design allows for hit-optimization of effective
shRNAs, with re-selection for shRNAs with
improved effects.
Using skin cells from individuals with Friedreich’s ataxia, we have developed a number of
screening and selection assays based on the
critical role of mitochondrial dysfunction in the
signs and symptoms of Friedreich’s ataxia, and
on the sensitivity of Friedreich’s ataxia cells
to oxidative stress. To select for shRNAs that
improve Friedreich’s ataxia cells, we found
that the selection assay that worked best was one
in which we grow the cells in a medium that
forces the cells to use their mitochondria. The
Friedreich’s ataxia cells grow much more poorly
in this medium than do normal control cells.
With this new assay system validated, we set out
to screen approximately 300,000 shRNAs for
improved growth and/or survival.
The screening process itself, which involved
introducing the shRNAs into the cells and
selecting cells with improved growth and/or
Continued on page 3
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RNAi Therapeutics for Friedreich’s Ataxia
Continued from page 1
survival, took several months. In the end,
we identified two shRNAs that significantly
improve growth and/or survival of Friedreich’s
ataxia cells. Preliminary evidence suggests that
one of these two shRNAs may function to
increase the expression of frataxin, a deficit of
which underlies Friedreich’s ataxia. We are now
in the process of confirming whether frataxin
expression is up-regulated by this shRNA,
whether we can improve the potency of

our shRNAs, and
whether the two
shRNAs together
are more effective
than each one alone.
We are also using
bioinformatic analyses of our shRNAs
to see whether we
can learn how they
are
functioning,
which may give us Dr. Robert Wilson
clues to additional therapeutic avenues.

❖

Role of Small Heat Shock Proteins
(HspB) in the Prevention of Mutant
Ataxin-3 Aggregation and Toxicity
By Carra Serena, PhD
University Medical Center Groningen, The Nether lands
The following is a Young Investigator Research Award summary of a grant funded by NAF for fiscal year
2008-09.
Accumulation of aggregated proteins is a
pathological hallmark of neurodegenerative and
muscular disorders, including the polyglutamine
disorders Huntington’s disease and Spinocerebellar Ataxia 3. Molecular chaperones, which
recognize and bind misfolded proteins, prevent
protein aggregation and facilitate their degradation, thus exerting neuroprotective functions.
Here, we focus on the chaperone HSPB8, which
forms a stable complex with the co-chaperone
BAG3. We already had demonstrated that,
in cells, overexpression of the HSPB8-BAG3
complex prevents the aggregation of mutated
polyglutamine proteins and facilitates their
degradation by stimulating autophagy, an essential process for disposal of aggregate-prone
proteins and neuronal survival. Considering the
potential role of HSPB8-BAG3 in stress-mediated autophagy stimulation, we now investigated

whether the modulation of HSPB8-BAG3
function in vivo, in Drosophila melanogaster, may
protect against Spinocerebellar Ataxia 3 (SCA3).
The Drosophila Melanogaster ortholog of
human BAG3, Dm-Starvin, has been previously
identified. We recently identified and characterized the Drosophila Melanogaster ortholog of
human HSPB8, here referred to as Dm-HSPB8.
Interestingly, we could demonstrate that,
similarly to human HSPB8, Dm-HSPB8 can
decrease mutated polyglutamine proteins aggregation. Interestingly, like human HSPB8, also
Dm-HSPB8 utilizes the autophagy pathways to
exert its function and does so through the same
mechanism. The demonstration that the mechanism of action of human and Dm-HSPB8 is
conserved validates the use of Drosophila as
Continued on page 4
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Role of Small Heat Shock Proteins...
Continued from page 3
animal model to study HSPB8 function and
implication in disease. As expected, using a
well-established f ly model of SCA3, we could
demonstrate that overexpression of both human
and Dm-HSPB8 in living f lies can decrease
neurodegeneration caused by polyglutamine
containing ataxin 3. Inversely, reduction of the
normal levels of Dm-HSPB8 dramatically worsened mutated ataxin 3 mediated degeneration.
Besides, we characterized the expression levels

Fall 2010

of HSPB8 and BAG3 in fibroblasts and post
mortem human brain tissues from SCA3
patients. Intriguingly, we found that the HSPB8BAG3 chaperone complex is upregulated in
disease condition, both in cultured SCA3
fibroblasts and in human SCA3 brain.
In summary, this up-regulation of HSPB8BAG3 in human fibroblasts and brain, together
with our data obtained in cells and flies, strongly
suggests that this complex may be a promising
target for the development of new pharmacological drugs.
❖

Spinocerebellar Ataxia:
Three Novel Genetic Forms
By Shirley Rainier, PhD
University of Michigan, Ann Arbor, MI
The following is a research summary of a grant funded by NAF for fiscal year 2009.
There are many different types of inherited
ataxia. Eighteen ataxia genes have been identified to date. This project seeks to identify new
ataxia genes. We evaluated a large family with
a distinct form of
ataxia. In this family,
progressive tremor
begins in childhood
and is followed by
worsening ataxia in
adulthood. Genetic
testing of this family
shows that there
are no mutations in
ataxia genes that are
available for analysis
Dr. Shirley Ranier
(SCA1-3, SCA5-8,
SCA10, SCA13, SCA14, SCA17 or DRPLA).
We performed genetic analysis to discover the
location of the mutant gene causing tremor and
ataxia in this family. Two potential locations
were implicated, one on chromosome 5 and the

other on chromosome 9. The potential region
(“locus”) on chromosome 5 included a candidate gene designated “PPP2R2B.” A type of
mutation known as “trinucleotide repeat expansion” of this gene causes a known form of ataxia
(spinocerebellar ataxia type 12). We analyzed the
PPP2R2B gene and did not find “trinucleotide
repeat expansion”. We then sequenced the
entire coding region of this gene and did not find
other types of mutations. Finally, we analyzed
PPP2R2B gene expression in fibroblast samples
from these individuals found no difference in
mRNA levels between patient and control
fibroblasts. Therefore, we conclude that the
gene that causes ataxia in this family is not the
PPP2R2B gene but rather a novel ataxia gene.
We plan to continue analysis of this family in
order to identify this new ataxia gene. Discovering new ataxia genes will increase our knowledge
of the molecular processes that cause ataxia. This
will increase our ability to develop or discover
treatments for ataxia.
❖
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Alternative Splicing in SCA1
By Smita Agrawal, PhD
University of Minnesota, Minneapolis, MN
The following is a research summary of a grant funded by NAF for fiscal year 2009.
Spinocerebellar ataxia type 1 (SCA1) is a
genetic neurodegenerative disorder caused by
mutation in the SCA1 gene, which encodes for
the ataxin1 protein. This mutation involves the
expansion of a translated CAG repeat that
encodes a polyglutamine tract in ataxin1. At
the pathological level, the most common feature
is the progressive degeneration of cerebellar
Purkinje cells in SCA1 patients. Previous studies
suggest that in addition to the expansion of
the polyglutamine tract, other domains of
ataxin1 are also important for development of
neuropathology in SCA1, including phosphorylation of serine 776. The RNA-binding capabilities of ataxin1 and its interaction with various
modulators of transcription suggest that it
plays a role in RNA transcription. A recent
study demonstrates that ataxin1 interacts with
RBM17, an RNA splicing factor and this interaction is enhanced in the presence of mutant
ataxin1. We hypothesize that this enhanced
interaction of RBM17 with the mutant ataxin1
may cause changes in RNA splicing in
downstream target genes, which in turn may
contribute to onset of the disease.
We have examined the splicing patterns of
cerebellar RNA from SCA1 mutant and control
mice and detected widespread changes in splic-

ing patterns between the two transgenic mice
models before pathological effects are apparent.
Furthermore, a similar genome wide exon
expression analysis on two additional well
characterized SCA1 mice models has enabled us
to shortlist candidate target genes affected in
SCA1 disease onset. We have successfully validated the changes in
splicing in a subset
of these target genes
using a qualitative
PCR
approach.
Additionally,
we
have
successfully
generated a RBM17
g ain-of-function
transgenic mouse
model which will
aid us to further investigate the role of Dr. Smita Agrawal
RBM17 in causing SCA1 pathology. The identification of genes and pathways downstream of
mutant ataxin1 that might be altered due to
splicing changes provide a first step towards
insights into the mechanism of onset of SCA1
pathology. In addition, these genes could also become potential targets for development of SCA1
therapeutics.
❖

CFC Number

Matching Gifts

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.

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

Gen_1003_01-12.qxp:Layout 1

Page 6

9/17/10

2:22 PM

Page 6

Generations

Fall 2010

Pathogenesis of Impaired Glucose
Tolerance and Diabetes in Friedreich’s
Ataxia: Contribution of Insulin Resistance
and Pancreatic Beta Cell Dysfunction
By Miriam Cnop, MD, PhD
Université Libre de Bruxelles, Brussels, Belgium
The following is a research summary of a grant funded by NAF for fiscal year 2009.
Lay Summary of the Main Project Findings
Friedreich’s ataxia is caused by mutations in
the frataxin gene. The vast majority of patients
have large expansions in both copies of the
frataxin gene, and the size of this expansion
correlates with age at onset and the severity
of neurological symptoms. In addition to the
neurological problems, patients with Friedreich’s
ataxia are at risk of getting increased blood
sugar levels, and around 20% progress to overt
diabetes. The cause of diabetes in Friedreich’s
ataxia is poorly understood.
Impaired glucose tolerance (sometimes called
pre-diabetes, when blood sugar levels are somewhat increased following the ingestion of sugar)
and diabetes can result from a shortage in insulin
secretion by the insulin-producing b cells in the
pancreas, from a poor response to insulin in muscle, liver and fat tissues (called insulin resistance),
or from a combination of both. Previous and
contradictory studies addressing the cause of
diabetes in Friedreich’s ataxia often used inaccurate methods to measure insulin secretion and
insulin sensitivity. They were conducted before
the frataxin gene mutation was discovered, and
before key concepts for the understanding of
glucose tolerance were developed.
The aim of this project was to elucidate why
patients with Friedreich’s ataxia develop diabetes. Specifically, the relative role of pancreatic
b cell failure and insulin resistance in diabetes
development was examined. This was done

using state-of-the-art oral and intravenous
glucose tolerance tests in 41 patients with
Friedreich’s ataxia, 26 first-degree relatives with
one copy of a mutant frataxin gene (carriers) and
45 control subjects. Subjects known to have diabetes were not included in the study because the
diabetes treatment can affect the measurements.
While the Friedreich’s ataxia patients in our
study were young (37 ± 2 years) and lean (body
mass index, calculated as weight in kg/(height in
m)2, 23 ± 1 kg/m2), they had an increased prevalence of impaired glucose tolerance (49%) and
diabetes (12%). They were insulin resistant, with
an average insulin sensitivity index S I of 17 ± 2,
compared to an insulin sensitivity of 28 ± 2 x
10-5 min-1/(mU/ml) in the controls (p = 0.001).
The insulin sensitivity index of the carriers was
not different from that of the controls (26 ± 3).
Under normal circumstances, when insulin
resistance develops in a healthy individual the
pancreatic b cells respond to increase their
insulin production. This compensatory increase
in insulin release by the pancreas ensures that
enough insulin reaches the muscle, liver and fat
tissues to clear sugar from the blood, and this
allows to maintain sugar levels normal. In the
Friedreich’s ataxia patients, in spite of the insulin
resistance their insulin secretion did not increase
(acute insulin response to the intravenous
administration of glucose AIRg of 52 ± 7 mU/ml
in patients compared to 60 ± 9 mU/ml in the
control group, p = 0.3). In carriers there was 
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no significant difference in insulin secretion
compared to controls or patients. These data suggest that the pancreatic b cells in Friedreich’s
ataxia patients fail to compensate for the increased insulin demand. This failure to increase
insulin production underlies the development of
impaired glucose tolerance and the progression
to diabetes.
Based on the understanding of the cause of
diabetes in Friedreich’s ataxia, better diabetes
treatment choices can now be defined. This
study also forms the basis of our presently
on-going experimental work to characterize the
function of frataxin in pancreatic b cells using cell
culture and mouse models.
A Word of Thanks to Research Supporters
“The investigators would like to express their
sincere thanks to the National Ataxia Foundation for supporting this project. We are also

Page 7

particularly grateful
to the participants of
the study, people
with Friedreich’s
ataxia and their families, for their willingness to take part
in this study, their
trust and enthusiasm, and their
preparedness
to
travel – sometimes Dr. Miriam Cnop
long distances – to
come to our research center. Without the
help of these extraordinary people we would not
be able to progress in our understanding of
Friedreich’s ataxia. Thank you!
Thank you again for your help and support!”
Miriam Cnop
❖

NAF Attends Neurologist Meeting
By Sue Hagen, NAF Patient Services Director
The American Neurological Association is a
professional society of academic neurologists
and neuroscientists devoted to advancing the
goals of academic neurology; to training and
educating neurologists and other physicians in the neurologic sciences; and
to expanding both our understanding
of diseases of the nervous system
and our ability to treat them.
At the 135th annual meeting of
this group, the National Ataxia
Foundation was one of the nonprofit exhibitors.
For two full days neurologists
stopped at the table and received
information about the Foundation, its
research grant program and the services that
NAF provides for those affected by ataxia. Many
of the doctors were pleased to receive a complimentary copy of Dr. Perlman’s book, “Evaluation and Management of Ataxic Disorders: An
overview for Physicians.”
This was the first time that NAF has attended

this particular neurology meeting, and with over
700 neurologists in attendance, it provided an
excellent venue to showcase the work and
mission of NAF.
Joanne Loveland and Janice Dalton were generous with their time and volunteered at
the table, helping to greet neurologists
and share their own perspectives:
having ataxia and being the spouse
of a person with ataxia. I am grateful to both women for helping at
the meeting.
Attendance at meetings such as
this has given NAF the opportunity
to network with doctors, vendors,
and researchers as well as staff members from the National Institute of Neurological Disorders and Stroke. At these
meetings we learn of neurologists who are competent to treat those with ataxia and wish to be
listed on the Foundation’s list of neurologists.
NAF will next be represented at the Society for
Neuroscience meeting that will take place in
November.
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Cellular Mechanism Underlying
SCA1 Pathogenesis
By Puneet Opal, MD, PhD
Northwestern University Medical School, Chicago, IL
The following is a research summary of a grant funded by NAF for fiscal year 2009.
Spinocerebellar ataxia type 1 (SCA1) is an inherited disease that causes progressive instability
of gait or ataxia. This disease is caused by an
expansion of glutamines (glutamine is
an amino acid) in
the disease causing
protein, ataxin-1.
Unfortunately, there
is no treatment for
this disease.
A major shortcoming in our
understanding of
SCA1 has been the
Dr. Puneet Opal
lack of characterization of pathologic changes in Purkinje cells – the
cell type most afflicted in this disease. To address
this issue we have used laser capture microscopy
(LCM), a method designed to purify specific

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

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

one million dollars. Their forethought and benevolence has enabled the Foundation to support
promising ataxia research and provide meaningful programs and services to ataxia families.
It is because of these quiet heroes that many
research studies and programs have been
funded. Their kindness impacts ataxia families
today and will be felt for years to come.
We are truly thankful for their humanitarian
and compassionate acts and we will be eternally
grateful for the impact they have made in helping ataxia families. Their legacy lives on in the
hope they have given ataxia families.
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Spinocerebellar Ataxia 2:
Cellular and Molecular Action
of Normal and Mutant Ataxin-2
By Stefan Kindler, PhD
University Medical Center, Hamburg, Germany
The following is a research summary of a grant funded by NAF for fiscal year 2009.
Ataxia, an unsteady and clumsy motion of the
limbs and torso, is a common disability, which is
often accompanied by severe loss in quality of
life. Different types of inherited spinocerebellar
ataxias (SCAs) are caused by mutations in
distinct genes. In several diverse forms of SCA,
these mutations lead to expansions of so-called
polyglutamine (polyQ) stretches in the corresponding gene products, termed proteins. Proteins are organic compounds composed of a
linear chain of different building blocks, named
amino acids, including one called glutamine.
They are the main molecular working units of
cells and participate in practically every cellular
process often via regulated interactions between
particular proteins. Each protein possesses a precise three-dimensional structure that is required
for its specific cellular function. Alterations in
the linear composition of a protein, such as the
elongation of a polyQ region, thus often lead to
functional deficits. Spinocerebellar ataxia type 2
(SCA2) is caused by a polyQ stretch expansion in
a protein named ataxin-2. This alteration may
compromise the structure and cellular interaction pattern of ataxin-2 and disrupt its physiological function thereby causing the death of
particular brain cells and finally resulting in
uncoordinated muscle movements.
The goal of our research is to first define the
cellular function of normal ataxin-2 and secondly
determine whether its role in cells is affected
upon polyQ stretch expansion. Identified differences between the normal and the mutated
protein may help to understand the cellular

mechanism by which the altered protein leads
to the development of the disease. Our initial
strategy has been to identify proteins, which in
cells interact with ataxin-2. So far, we characterized about 20 distinct cellular binding partners.
Taken together, these data suggest that ataxin-2
regulates the cellular
fate of so-called
mRNAs, molecules
that serve as templates for the synthesis of proteins. In
particular, ataxin-2
may be involved in
controlling the production rate of individual proteins. Our
preliminary findings
further suggest that Dr. Stefan Kindler
the mutated protein appears to loose some of its
regulatory properties and may thereby eventually cause the death of specific brain neurons.
Thus, our long-term goal is to identify chemical
compounds that will help to restore the regulatory function of the mutated protein and thereby
❖
prevent the progression of the disease.

Deadline
The deadline for the winter issue of
Generations is November 5, 2010.
Please submit articles to Liz Werner at
liz@ataxia.org.
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Looking for Gross Rearrangements of
CACNA1A Gene in Episodic Ataxia
Type 2 (EA2) Patients by Comparative
Genomic Hybridization (CGH) Arrays
By Liana Veneziano
Istituto di Neurobiologia e Medicina Molecolare, Roma, Italy
The following is a research summary of a grant funded by NAF for fiscal year 2009.
This project focused on the study of a rare
hereditary disorder, Episodic Ataxia type 2
(EA2) due to mutations of the CACNA1A
gene encoding for the core protein of one type
of calcium channels particularly abundant in
brain. CACNA1A
is a very large gene
with a very complex structure, and
searching for mutations in it is time and
money expensive.
To date only in
20-30 % of the patients affected by
Episodic Ataxia a
molecular diagnosis
Dr. Liana Veneziano
is attained. This low
diagnostic rate is in part due to genetic heterogeneity, that is mutations in other genes which
could be responsible for diseases very similar to
EA2, although very few mutations were found
in other genes, and in part due to mutations in-

volving the CACNA1A gene structure which
are not identified with the routine methods usually used to search for point mutations.
The project proposed to test a microarrays
technique, named Comparative Genomic Hybridization (CGH arrays), in a sample of EA patients in which the CACNA1A gene point
mutations were excluded, in order to reveal possible gross rearrangements of the gene.
The obtained results showed: 1) the presence
of CACNA1A gene large deletions causing EA2;
2) these gene rearrangements increase of 14%
the rate of the molecularly diagnosed EA2
patients; 3) this technique is very sensible and allows a fast characterization of the rearrangements; 4) it allows the identification of
rearrangements in gene regions which are not
explored with routine methods for mutations
screening; and 5) some of the mutations found
are recurrent.
These results suggest the routine use of CGH
arrays as a first step in molecular diagnosis of
EA2.
❖

How Did You Participate in IAAD?
The 11th annual International Ataxia Awareness Day on September 25 is now history, but
your stories on how that day was celebrated and
recognized could live on in a future issue of
Generations. Please send us your articles,

photos, and proclamations so the entire NAF
community can relive this historic day.
Please send information by mail to NAF, 2600
Fernbrook Lane, Suite 119, Minneapolis, MN
55447- 4752 or e-mail Liz at liz@ataxia.org.
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Friedreich’s Ataxia Special Projects Award

The Role of Frataxin During
Heme Synthesis
Brigitte Nina Sturm, PhD
Medical University of Vienna, Austria
The following is a research summary of a two-year grant funded by NAF in December 2007.
Friedreich’s ataxia (FRDA) is a severe genetic
disorder affecting approximately one in 50,000
people. The underlying cause of FRDA is a
mutation in the FRDA gene which results in
reduced levels of an essential protein named
frataxin in all cells of the body. The function of
frataxin is still unclear but there is some evidence
that frataxin plays a role in heme synthesis (the
production of hemoglobin which consists of
heme and globin proteins and is essential for
oxygen transport in the body).
In this study we had the chance to investigate
the role of frataxin during heme synthesis. For
this study we used cells from a FRDA humanized mouse model which contains the entire
human gene frataxin including 190 GAA repeats
instead of the mouse gene for frataxin. These
mice were developed in Professor Marc Pook’s
lab, Brunel University, UK, and manifest the
main symptoms of FRDA as found in patients.
We isolated progenitor cells from fetal livers
and compared cells with low frataxin from the
FRDA transgenic mice with “healthy” cells
from normal mice during differentiation into red
blood cells. We also isolated erythroid progenitor cells from the blood from FRDA patients and
healthy controls. We cultivated the cells and
through the addition of factors the cells turned
from progenitor cells into red blood cells. During this process of differentiation high levels of
heme are synthesized and the cells provide a
great tool to investigate what is going on during
the production of heme.
We found that although FRDA cells and

control cells grew nicely the cells with lower
frataxin from the transgenic mice or from the
patients showed differences in heme synthesis. We
also found changes
in the expression of
important proteins
during heme synthesis which are
necessary for the
production of heme.
Overall the project
gave us the chance
to investigate a relationship of frataxin
and heme synthesis
and to improve this Dr. Brigitte Nina Sturm
tricky technique for the cultivation of erythroid
progenitor cells from FRDA patients. This
technique will be very useful to further study
metabolic actions of frataxin in the context of
iron metabolism.
We are very thankful to NAF for support of our
research program.
❖

GoodSearch
Did you know that using GoodSearch for
Internet searches provides donations to
NAF? GoodSearch recently added online
shopping to their site, with a donation made
to the Foundation with every purchase.
Visit www.goodsearch.com today to see
how easy it is to start making a difference.
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The NAF Board of Directors along with the Los Angeles, Orange County,
and San Diego Support Groups would like to invite you to attend the

National Ataxia Foundation

54th Annual Membership Meeting
“Bringing the Ataxia World Together”
March17-20, 2011
(Leadership Meeting, Fundraising Meeting & Reception March 17)

Join us in Los Angeles for the Annual Membership Meeting!
The Hilton Los Angeles Airport is pleased to provide the facilities for the 2011 National Ataxia
Foundation AMM. Rooms are available at the special group rate of $100 per night. Please be sure to
make your reservations by March 1, 2011 in order to secure the special group rate. If rooms are available, the special group rate will be extended three days before and three days after the meeting dates.
To inquire about the availability of an ADA room at the Hilton Los Angeles Airport you
MUST contact the National Ataxia Foundation at 763-553-0020 or naf @ataxia.org.
If you need ADA equipment PLEASE be sure and mention this when making your room reservation.
Shower chairs, tub bars, detachable shower heads, and toilet frames will be available on a first-come,
first-serve basis by contacting the Hilton Los Angeles Airport Hotel front Desk upon check in.
To book your stay online, go to http://www.hilton.com/en/hi/groups/
personalized/LAXAHHH-NAF-20110312/index.jhtml?WT.mc_id=POG or if
you would prefer to make your reservations by phone, please call 1-800-445-8667 or
(810) 410-4000 and ask for the National Ataxia Foundation Conference special rate.
Watch for the 2011 AMM Registration Form in the Winter 2010-11 issue of Generations and keep
checking on our website, www.ataxia.org, for the latest information about the 2011 conference.

We look forward to seeing you in Los Angeles!
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The National Ataxia Foundation

54th Annual Membership Meeting

“Bringing the Ataxia World Together”
Los Angeles,CA – March 17-20, 2011
By Lori Shogren, National Ataxia Foundation Special Projects Coordinator
The National Ataxia Foundation (NAF) Board
of Directors and the National Ataxia Foundation
Los Angeles, Orange County, and San Diego
Ataxia Support Groups would like to welcome
you to the 54th Annual Membership Meeting.
Please join us at the Hilton Los Angeles Airport
Hotel to learn, share, network, have fun, and
enjoy the sites.
The 2011 NAF Annual Membership Meeting
will bring together NAF members and their
families to meet and learn from world leading
ataxia scientists and clinicians, but also to build
new friendships and reunite with old friends.
Whether this is your first meeting or your 54th,
the 2011 Annual Membership Meeting will be
filled with education, celebration, sharing, and
caring!
The Annual Membership Meeting Registration Form can be found in the Winter 2010/2011
issue of Generations and on NAF’s website in
January 2011. You may also view the latest
information about the Annual Membership
Meeting on NAF’s website, www.ataxia.org.
The Annual Membership Meeting Program
you receive at the conference will be the most
updated conference schedule. Please use your
Meeting Program for meeting room assignments
and times. Due to unforeseen circumstances the
meeting schedule may change. We apologize in
advance if that occurs. Any changes will be
posted in the Registration room and announced
at the meeting. For that reason we encourage
attendees to plan to attend the entire meeting to
ensure that you will not miss a presentation.

Program Overview
Thursday, March 17
Leadership Meeting – 1 - 4 p.m. This meeting is
designed to provide information and support to
NAF’s Chapter Presidents, Support Group
Leaders and Ambassadors. The meeting is a valuable resource for volunteers who serve in these
appreciated positions. If you are a leader who is
unable to attend the meeting, please indicate one
representative who will attend in your place.
Meeting attendees will have questions and
concerns addressed, learn from peers and professionals and have the opportunity to meet others
and exchange tips and ideas. If you are interested
in becoming a group leader or ambassador, contact Lori at lori@ataxia.org prior to the meeting.
Fundraising Meeting – 5-6 p.m. This meeting is
for anyone who is interested in learning more
about doing a fundraiser to support the important work of the National Ataxia Foundation.
(NEW) St. Patty’s Day Welcome Reception –
7 p.m. Please join us for a “jolly good green”
reception in the Ballroom. All registered meeting
attendees are welcome to attend and deck out in
green. Admittance to this event and food that
is provided at this event is included with your
registration. Snacks will be served. Not a meal.
A cash bar will be available. Don’t forget to wear
your favorite shade of green.
Friday, March 18
General Sessions – 8:30 a.m. - noon. Friday
Continued on page 14
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Annual Membership Meeting
Continued from page 13
morning will start the General Sessions in the
International Ballroom. Many of the world’s
leading ataxia researchers and clinicians, along
with other ataxia experts, will be presenting
latest research. The General Sessions will incorporate practical aspects in addition to the research
and medical topics. A 30-minute Question and
Answer session will follow the morning General
Sessions with a panel of the morning speakers.
Physical Therapy Demonstration – 1-2 p.m. The
Occupational and Physical Therapist speakers,
Melinda Guttry, PT and Jacquelyn Glenn, OTR
will be demonstrating some OT/PT techniques.
Nintendo Wii Demonstration – An opportunity
to observe and play the Nintendo Wii game system will be available Friday and Saturday from
10 a.m. to 2 p.m. You can try out the Nintendo
Wii game system for yourself and ask questions
about the Nintendo Wii system. Those with
limited movement abilities who want to stay
active are using the Nintendo Wii system in
many nursing homes and individual homes
around the world. The demonstration is open to
all ages. Persons under the age of 12 must be
accompanied by a parent or guardian who is
age18 or older. Please limit your time on the
system so that everyone interested in this product is provided the opportunity to try it.
Birds of a Feather – 2 -5 p.m. Attendees will
attend small group sessions. Groups will be divided by different types of ataxia or different roles
that attendees are experiencing, i.e. caregiver,
spouse, or parent. This is a tremendous opportunity to meet others who share a similar situation or the same ataxia diagnosis. Previous
attendees have said these group sessions were the
most valuable segment of the annual membership meeting. Medical professionals will be
circulating between groups and available for
questions. Please indicate on your registration
form which BOF session you will attend so we
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can finalize the meeting room assignments.
Internet Group – 7 p.m. This is your opportunity to meet some of those internet friends who
you have met on the NAF chat room, NAF
Bulletin Board, Internaf, Tricks of the Trade,
Ataxia Forum, Ataxia Chat 2002, FAPG,
u_r_notalone, NAF’s Facebook Group, and My
Space NAF.
Saturday, March 19
General Sessions – General Sessions continue
all day in the Ballroom. A 30-minute Question
and Answer session will follow the morning and
afternoon General Sessions with a panel of the
speakers who presented during those sessions.
Church Services – 6 p.m. Catholic and nondenominational church services will be held on
Saturday for those who wish to attend.
Silent Auction – The Silent Auction is a fun
way to help raise funds for NAF and for you to
bid on wonderful items. This long-standing
NAF tradition begins on Saturday afternoon
with the final bidding ending at 7:30 p.m. Auction items range from something that represents
your state or country, artwork, sports memorabilia, theme baskets, hand-crafted items, hotel
stays and weekend getaways. Bring an item to
donate and then have fun bidding on the
items of your choice. Good luck!
Saturday Evening Banquet – 7 p.m. The banquet will be held in the Ballroom. Please get your
tickets – which are included in your registration
fee – ahead of time. All beverages will be available
at a cash bar. You must reserve seating and select
an entrée choice for the banquet in advance. The
banquet will include a plated dinner with your
choice of chicken stir-fry (which is also glutenfree), vegetarian, or vegan entrée that you select
on your conference registration form. Please verify your entrée selection when you obtain your
banquet tickets and select your seating. Banquet
tickets are available by the NAF registration
room. If you pick up tickets for a group of
people please know the entrée selections for

everyone in your party.
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Sunday, March 20
General Sessions – Sunday morning wraps up
the 2011 Annual Membership Meeting with the
final round of General Sessions in the Grand
Ballroom followed by a Question and Answer
Session with a panel of the speakers who
presented during this time. Don’t miss these
important sessions!
Additional Information
Conference Registration – Please complete and
return to NAF by February 8, 2011 the registration forms that will be available on NAF’s website in January 2011 and in the Winter 2010/2011
issue of Generations. Please fill out the registration form completely, as we need all the information to finalize plans. There will be an
additional charge for registrations after February
15, 2011. Registration after March 1 will only be
accepted on-site at the conference. If you are
bringing an attendant, please register together on
the same registration form. Each person that is
planning on attending daily sessions, the reception, or banquet needs to register. Event entry
will not be allowed without properly registered
name tags.
Registration Fees – Being a member of the
National Ataxia Foundation has its benefits –
one being a lower registration fee for the Annual
Membership Meetings. If you are not currently a
member of the Foundation or if your membership renewal is coming soon or if you are uncertain of your membership status, please consider
this a great opportunity to call the office at (763)
553-0020 or go online at www.ataxia.org to
become a member or renew your membership.
This will prevent unnecessary extra fees or errors
in your membership status when you register for
the 2011 Annual Membership Meeting. Thank
you for taking time to renew or become a member of the National Ataxia Foundation. Your
attention to this detail is greatly appreciated.
Video Taping – Video taping of the NAF Annual Membership Meeting General Sessions is
prohibited without prior written consent from
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the National Ataxia Foundation.
Image Waiver - By attending the 2011 NAF
Annual Membership Meeting you give your
consent, unless you notify us otherwise in writing, to use your image captured during the conference through video, photographs, or digital
imagery, to be used by the National Ataxia
Foundation in promotional materials, publications, and web site, and you waive any and all
rights to these images.
Fragrance Free – There are many people who
experience unpleasant to severe effects from
scented products, such as perfumes and colognes.
For the comfort of our attendees we ask that all
participants refrain from wearing perfume,
cologne and other fragrances, and use unscented
personal care products in order to promote a
fragrance-free environment.

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

About Los Angeles
Los Angeles, Spanish for “The Angels,” is the
second most populous city in the United States,
the most populous city in the state of California
and the western United States, with a population
of 3.83 million within its administrative limits on
a land area of 498.3 square miles. The urban area
Continued on page 16
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The lobby of the Hilton Los Angeles Airport,
the official hotel of the 2011 AMM.

by Forbes.com, third in the U.S. behind New
York City and Chicago. The Los Angeles combined statistical area (CSA) has a gross metropolitan product (GMP) of $831 billion (as of 2008),
making it the third largest economic center in
the world, after the Greater Tokyo Area and the
New York metropolitan area. As the home base
of Hollywood, it is known as the “Entertainment
Capital of the World,” leading the world in the
creation of motion pictures, television production, video games, and recorded music. The
importance of the entertainment business to the
city has led many celebrities to call Los Angeles
and its surrounding suburbs home. http://en.
wikipedia.org/wiki/Los_Angeles
There is a great deal of things to do, see, and
eat in Los Angeles. For a comprehensive guide
to activities, events, dining, and recreation please
visit www.discoverlosangeles.com or www.latourist.
com/index.php?page=access-guide.
The Ocean Express Trolley stops at the Hilton
LAX. The Ocean Express provides transportation to the Manhattan Beach area and LAX
area hotels. Roundtrip passes are $5. Tickets can
be purchased at the hotel valet stand and
concierge desk. Note: Due to weight restrictions, Ocean Express Trolley only accepts
manual wheelchairs on their lift. http://www.
gatewaytola.org/index.cfm/programs/ ocean-express/

Long Beach-Riverside combined statistical area
(CSA) contains nearly 17.8 million people. Los
Angeles is also the seat of Los Angeles County,
the most populated and one of the most multicultural counties in the United States.
Often known by its initials, L.A., and nicknamed the City of Angels, Los Angeles is a world
center of business, international trade, entertainment, culture, media, fashion, science, technology, and education. It is home to renowned
institutions covering a broad range of professional and cultural fields, and is one of the most
substantial economic engines within the United
States. In 2008, Los Angeles was named the
world’s eighth most economically powerful city

About the Hotel
The Hilton Los Angeles Airport is the official
conference hotel of the 2011 NAF Annual
Membership Meeting. The Hilton LAX is
located one-fourth of a mile from the Los Angeles International Airport (LAX) and 12 miles
from L.A.’s City Center at 5711 West Century
Boulevard, Los Angeles, CA 90045.
Each room features an abundance of amenities
to ensure a quality experience. Relax in The
Hilton Serenity Bed ™ which includes the
Hilton Suite Dreams® Mattress and Box Spring,
Box Pleat Dust Ruff le, Hilton Serenity Linen,
Down Duvet and Touch of Down™ Pillows.
Coupled with our double paned windows, 

Annual Membership Meeting
Continued from page 15
of Los Angeles extends beyond the administrative city limits with a population of over 14.8
million, it is the 14th largest urban area in the
world, affording it megacity status. The Los
Angeles -Long Beach-Santa Ana metropolitan
statistical area (MSA) is home to nearly 12.9 million residents while the broader Los Angeles-
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guests experience the ultimate in comfort and
quiet for a restful night. Additional features include: Large work desk and chair with convenient desk-level outlets, High-speed internet
access for $12.95/24 hours, Large screen “f lat”
televisions, Voicemail, Serenity Bath Collection
by Crabtree & Evelyn®, Hilton clock with easy
to set alarm and adaptor for MP3 playback, Coffeemaker, Iron and ironing board, Hairdryer,
Lodgenet offers over 50 current movies and Nintendo in guest rooms, Zip-In Check-In and ZipOut Check-Out, and in-room video account
review. Please visit the Hilton LAX website for
more information: www1.hilton.com/en_US/hi/
hotel/ LAXAHHH-Hilton-Los-Angeles-AirportCalifornia/index.do.
Self parking and valet parking are available. The
Hilton LAX has extended a discounted parking
rate of $8 per day for our conference attendees
for self parking and overnight attendees. The
NAF group rate for valet parking is $18 per day.
To receive the group parking rate you will need
to get a discounted parking ticket in the registration room. You will be able to exchange the
ticket you receive when entering the parking lot
for one that will allow you a onetime discounted
in and out ticket. If you are not staying at the
hotel you will need to get a discounted ticket
each time you enter the lot. Unlimited discounted in and out access is available for
overnight guests only. There is a height restriction of 6' 2" into the parking ramp. Parking spots
in the open lot behind the hotel will be made
available at the valet rate of $18 per day for vehicles that do not meet the height restriction.
Guest room reservations are available for a
special group rate of $100 per night. Please be
sure to make your reservations by March 1, 2011
in order to secure the special group rate. To book
your stay online go to www.hilton.com/en/hi/
groups/personalized/L AXAHHH-NAF20110312/index.jhtml?WT.mc_id=POG.
If you would prefer to make your reservations
by phone, please call 1-800-445-8667 or (810)

Page 17

410-4000 and ask for the National Ataxia Foundation Conference special rate.
There were a limited number of ADA rooms
available on a first-come, first-serve basis in our
group block. To inquire about the availability of
an ADA room at the Hilton Los Angeles Airport
Hotel you MUST contact the National Ataxia
Foundation at (763) 553-0020 or lori@ataxia.org.
If you need ADA equipment be sure and mention this when making your room reservation.
Shower chairs, tub bars, toilet frames, and
detachable shower heads will be available on a
first-come, first-serve basis by contacting the
Hilton Los Angeles Airport Hotel front desk
upon check- in. Please be aware that the bathroom doors in standard rooms are 25". The door
can be removed upon request to make the width
27". This width will be very tight for most
wheelchairs.
The Hilton LAX is within walking distance
to other hotels. If you are unable to get an
ADA room at the Hilton LAX you may wish
to contact a reservations manager at the other
hotels that are nearby. Some of the hotels within
walking distance include the Embassy Suites,
Marriott LAX, Four Points Sheraton, and
Crowne Plaza.
Transportation and Getting There
NAF is not responsible for transportation to
and from the hotel. The following may be used
as a helpful guide for your convenience.
Travel Tips from the Los Angeles Department
of Aviation:
• Please indicate directly to your airline at the
time you make your reservation if you may need
assistance, you are traveling in a wheelchair,
scooter, or with a service dog.
• Arrive two hours prior to departure if additional assistance is needed.
• Visit the TSA website at www.tsa.gov before
you go for the latest travel information.
• Please ask for a TSA Supervisor if you have
Continued on page 18
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Annual Membership Meeting
Continued from page 17
any concerns.
ADA Friendly Services at LAX Airport –
www.lawa.org/welcome_LAWA.aspx?id=1766
ADA Friendly Services at Bob Hope Airport www.burbankairport.com/passengers/disabledpassengers.html
Complimentary Shuttle – Take advantage of the
24-hour, complimentary shuttle service to/from
the LAX International Airport provided by
Destination Shuttle, which runs every 15 minutes. The designated waiting area for shuttle
pick-up is on the lower level island of all terminals. Shuttle buses are Light Blue that reads
Hilton LAX and Four Points Sheraton.
Fly Away Shuttle – If you are traveling from
Union Station or UCLA you can take this shuttle to LAX where you can pick up the complimentary hotel shuttle. Cost is $5 -$7 per person.
www.lawa.org/welcome_LAX.aspx?id=292
Taxis – From LAX Airport: Service is available
on the lower level island of all terminals under
the yellow sign indicating Taxis. All taxis are metered. Passengers will be presented with a ticket
stating typical fares to major destinations. Only
authorized taxis with an official seal issued by
City of Los Angeles Department of Transportation on each vehicle are permitted in the airport.
It is illegal for any transportation services to
solicit fares, and travelers using such services do
so at their own risk.
The following is a list of taxi companies serving
LAX:
Authorized Taxicab Supervision (ATS)
9468 Alverstone Ave. – (323) 776-5324
Beverly Hills Cab Company
6102 Venice Blvd. – (310) 273-6611
Independent Taxi
700 N. Virgil Ave. – (323) 666-0050
Yellow Cab
2129 W. Rosecrans – (310) 851-5022
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Checker Cab
11003 S. Hawthorne Blvd. – (213) 482-3456
Bell Cab Company
13030 Cerise Ave. – (310) 219-3100
City Cab
7955 San Fernando Rd. – (818) 780-1000
United Cab
900 N. Alvarado St. – (323) 653-5050
From Bob Hope Airport: Shuttle van service
and taxi cabs are located on the pedestrian islands
immediately in front of the Bob Hope Airport
passenger terminal. City Cab (818) 848-1000;
United Taxi 1-800-892-8294; Yellow Cab &
Checker Cab 1-800-750-4400.
To/From Hotel & Downtown Los Angeles:
Are available to reserve at the hotel concierge
desk or valet station. A one way trip is 30-40
minutes at an estimated cost of $30-50 one way.
Public Buses and Trains – The Los Angeles
County Metropolitan Transit Authority operates
buses equipped with automatic wheelchair lifts.
For information, call (213) 626-4455 or 1-800COMMUTE or 1-800-252-9040 (TDD/TTY).
Metrolink: 1-800-371-LINK or 1-800-6984TDD (TDD/TTY).
Metro is also the primary funding source for
Access Services Incorporated, the federallyrequired ADA paratransit service. This service is
offered to individuals whose disabilities prevent
them from independently using regular bus or
rail service. It is comparable to fixed-route
service and offers 24-hours-a-day curb-to-curb
service. 1-800-827-0829 or www.asila.org.
Access Paratransit Service – Consolidated Transportation Services Agency (CTSA) for Los
Angeles County. Access Services is responsible
for the administration of Access Paratransit and is
committed to improving the mobility on public
transit of persons with disabilities. Access
Paratransit transportation service is available for
any ADA paratransit eligible individual to any
location within three-fourths of a mile of any
fixed bus operated by the Los Angeles County
public fixed route bus operators and within 
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three-fourths of a mile around METRO Rail
stations during the hours that the systems are
operational. Access Paratransit operates seven
days a week, 24 hours of the day in most areas of
Los Angeles County. It is a shared ride service
that operates curb-to-curb and utilizes a f leet of
small buses, mini-vans and taxis. Fares are
distance-based and range from $1.50 to $4 for
each one-way trip. Trip reservations can be made
from 45 minutes to 24 hours prior to the desired
pick-up time. Phone: 1- 800-883-1295. TDD:
1-800- 826-7280.
Car Rentals – Approximately 40 rental car
companies operate out of LAX, with vehicle
rental sites located off the airport. Many of these
rental car companies provide phone links inside
or near the baggage claim areas on the Lower/
Arrival Level of the terminals so travelers can
request a free shuttle pick up to reach the rental
car sites.
The 10 rental car companies that are permitted
to pick-up and drop-off their customers directly
from the airline terminals using courtesy
shuttles include:
• Advantage ................... www.advantage.com
• Alamo .............................. www.alamo.com
• Avis .................................... www.avis.com
• Budget ............................ www.budget.com
• Dollar ............................... www.dollar.com
• Enterprise ................... www.enterprise.com
• Hertz ................................ www.hertz.com
• Fox ........................... www.foxrentacar.com
• Payless ................. www.paylesscarrental.com
• National .................... www.nationalcar.com
• Thrifty ............................. www.thrifty.com
These rental car companies are allowed to meet
arriving customers under the purple sign “Rental
Car Shuttles” on the Lower/Arrival level islands
outside baggage claim.
Customers of other rental car companies
should contact their rental car company of choice
using the Ground Transportation Telephone
Boards in baggage claim areas of each terminal to
arrange for pick-up. These customers will use the
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free LAX Shuttle Bus to reach the Off-Airport
Rental Car Terminal to meet their rental car
courtesy shuttle. Customers should meet the
LAX Shuttle Bus “Lot C” on the Lower/Arrivals
level island under the sign for LAX Shuttle to
travel to the rental car terminal.
Accessible Van Services
Wheelers Van Rentals – LAX Airport
1-800-456-1371
www.wheelersvanrentals.com/LosAngelas
Mobility Works
Sales: 1-877-275-4907
Service: 1-877-275-4912
Rentals: 1-877-275-4915
www.mobilityworks.com/LosAngeles.php
Wheelchair Getaways
1-800-636-1912 or (650) 589-5554
www.wheelchairgetaways.com/california.htm
❖

Get a Free
Subscription to
Neurology Now
Magazine
Neurology Now, an official publication of
the American Academy of Neurology (AAN),
provides patients and their caregivers with
credible, up-to-the-minute, balanced coverage of the latest advances in neurology
research and treatment.
Written in clear, concise and easy-tounderstand language, the articles help
patients make informed decisions about
treatment options and living with a widerange of neurological disorders.
Neurology Now is available free of charge
to individuals with a neurological disorder,
their caregivers, and family members/
friends residing in the United States only.
Please visit www.NeurologyNow.com to
subscribe online.
Note: This publication is only available for
distribution within the United States due to
FDA regulations.
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Caregiver’s Corner
NAF has permission to reprint the following excerpts from the “The Comfort of Home” series.

Conf identiality – HIPAA or Hippopotamus?
What You Don’t Know Can Hurt You
Most likely, you have been exposed to some of
the concepts of HIPAA (Health Insurance Portability and Accountability Act) at some point in
recent years. Perhaps you have been asked to sign
a HIPAA form when you arrived at a doctor’s office or emergency room, or signed into a hospital as a patient. What is HIPAA all about?
For many health care organizations, HIPAA
was a “hippopotamus” to implement. Although
ethical health care facilities and providers have
always practiced confidentiality when it comes
to patient matters, HIPAA mandates by law how
this must be done. Creating extra paperwork,
policies, and the need to establish a “privacy
officer” within the organization led many to call
this law the “HIPAA Hippo”! The Health
Insurance Portability and Accountability Act of
1996, like many laws, contains many items. Our
concern here is the “privacy rule.”
Implemented in 2003, HIPAA is both federal
law and a national standard for the health care industry. It spells out certain rights for individual
patients of all ages. It also penalizes and fines
health care providers and facilities that do
not follow the rules outlined by HIPAA.
Under HIPAA, patients can find out how their
information is being used and who it is being
shared with. Patients can establish a time limit on
the release of this information. In addition, the
law specifies a patient’s right to examine and
obtain his records in a timely fashion. This
applies whether the patient record is paper or
electronic (on a computer). Additionally, the law
provides for individuals to dispute errors in their
health care records, and to file complaints if they
believe their privacy has been violated.

The Privacy Rule
There are limits to the information that can be
shared under the HIPAA privacy law. If the
health care provider “deems” it in the patient’s
best interest or believes the release of certain
information would endanger or harm the
patient, it may be withheld in some cases. Health
care providers and organizations are allowed to
require that patients make requests in writing.
Psychiatric care notes, information gathered for
use in legal proceedings, and certain laboratory
information (such as HIV status) can be withheld. Certain information collected in research
studies can also be withheld. Information and
records can also be withheld if the health care
provider cannot verify the identity of the person
requesting the information or their legal right to
that information.
Most physician offices have developed a style
that works for their patients and follows the
HIPAA privacy rules. Many have a HIPAA form
that asks a few questions of the patient regarding
his privacy wishes. These often include key questions such as:
• Are the physician and office staff allowed to
speak with someone else on the patient’s behalf?
If so, to whom?
• Does the patient want to grant permission
for messages to be left on a telephone voice
machine?
• Does the patient want to be contacted at any
other number (such as a work or cell phone
number)?
Privacy rules apply to the relationship between
a health care provider/ facility/ organization and
the patient. But what if you are caring for
someone who is confused, incapacitated, or 
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mentally unable to take care of his affairs? This is
where HIPAA can become very tricky for caregivers. Privacy rules also generally require
that persons who are legally authorized to
act on behalf of an individual regarding
health care matters be granted the same
rights to access of information. However,
the rule defers to state law to determine when a
person has the legal authority to act on behalf of
another in matters related to health care. Parental
rights in the case of children or health care
powers of attorney are two examples of staterecognized authority.
How can a caregiver best navigate through
the health care system and HIPAA?
What if you are a paid caregiver? Sometimes
you are the one who spends the most time with
the patient, but you most likely do not have
legally recognized authority to act on behalf of
the one in your care.
Whether you are a paid caregiver or a family
member caring for a loved one, some points to
discuss about the privacy laws with the person in
your care:
• What does he want your role to be? Does he
want you to be involved directly in his health care
visits or have you listed as someone the provider
can speak to on his behalf?
Or, does he prefer that his health care visits
remain private, just between him and his health
care provider or between the provider and
another person or family member?
• If the person in your care is confused or
unable to make decisions for himself, who is
considered “next of kin?” Do they have legal
authority to act for the patient? If so, speak with
them about any concerns you have.
• Know who holds the state-recognized
authority, such as health care power of attorney,
for the one in your care. This can be very
important, especially in emergencies.
The HIPAA law includes provisions for many
things other than the privacy rules discussed
here.
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Visit www.hhs.gov/ocr/hipaa and www.nextstep
incare.org/search?q=Hipaa.
These websites can help you through the maze
of rights concerning caregivers.
HIPAA Dictionary
PHI (Protected Health Information) – Information contained within a health record,
such as personal identifiers; health care
provider’s medical notes and billing
records, health plan enrollment, payment
or claims; other information that can or is
used to make decisions about the individual.
EMR/EHR (Electronic Medical/Health
Record) – Generally, those medical/ health
care records held by a physician, facility, or
health care organization on a computer.
Durable Power of Attorney – A written, legal
document designating another person to
make legal and financial decisions on one’s
behalf.
Health Care Power of Attorney – A written,
legal document assigning another person as
your health care agent/surrogate to make
decisions regarding your health care matters if you are no longer able to speak on
your own behalf.
Notes
• Medical information is among the most
sensitive and personal information collected and
shared.
• Privacy is central to the doctor-patient relationship.
• Professional caregivers must follow the
guidelines of their agency when reporting in the
Plan of Care.
©2010 CareTrust Publications LLC. All rights
reserved. Reproduction of any component of this
publication is forbidden without a license from the
publisher.
❖
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First Aid Tips for Choking
By Sue Hagen, National Ataxia Foundation Patient Services Director
Ataxia may cause difficulty in swallowing for
an individual and if the sensory functions are
affected by ataxia, he or she may not even realize
that there is food in the airway and coughing
(which is a preventative ref lex) may not occur.
This can lead to choking. The article below is an
excerpt taken from Managing Speech and Swallowing Problems: A Guidebook for People with
Ataxia, Second Edition, 2006, by R.N. Rangamani, PhD, CCC-SLP for the National Ataxia
Foundation.
The complete booklet is available for $7.50 plus
shipping. Please use the order
form on page 25 or order
online at www.ataxia.org.
Coughing/Choking/
Airway Obstruction
Coping with emergencies
is especially important for
individuals concerned with
the care of persons with
ataxia. Choking and coughing are overt symptoms that can easily alert anyone to the danger of a person not being able to
breathe. It will be helpful to know precautions
and emergency procedures for such occurrences.
Also, it is important to recognize that, while
coughing and choking during eating are common in some types of ataxia, life-threatening
choking is quite rare.
A common cause for airway obstruction is the
aspiration or breathing in of food during eating.
This could potentially result in aspiration pneumonia. A poorly chewed piece of food, such as
meat, may cause problems in breathing by
obstructing the airway. One can minimize the
chances of this happening by using an appropriate swallowing management program, as
discussed in this handbook.
(Note: It is advised that the individual receive train-

ing to do the following procedures. Local Red Cross
chapters often offer workshops on emergency procedures. Contact the local Red Cross or the local
hospital for information. If such programs are not
available, consult the physician for instruction.)
Recognizing choking

Partial airway obstruction
The person is coughing but is responsive and
may be able to speak. The person will be able to
breathe, although the breathing sounds may be
noisy. Do nothing at this point. (Thumping the
person on the back may send
the object deeper into the airway.) The person probably
will be able to dislodge the
obstruction by continued
Universal sign
coughing. Stay with him or
for choking
her, watching to be sure that
the individual’s airway does
not become completely
blocked, and that he or she
remains conscious.
Complete airway obstruction
The person is not able to cough or speak
because no air is able to pass the obstruction in
the airway. The individual may clutch his or her
throat (called the “universal sign of choking”).
When the person tries to inhale, there may be a
high-pitched sound or no sound at all.
Confirm that the person truly has a complete
airway obstruction by asking, “Are you choking?” If the person is unable to speak or only can
make weak sounds, begin the Heimlich maneuver, performing abdominal thrusts until the
object is expelled.
If the person loses consciousness, call 911
or other emergency response number. Roll
the person to lie on his or her back. Grasp the
person’s chin and pull it upward, tipping the 
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person’s head back and opening the mouth.
Sweep a finger through the person’s mouth,
attempting to dislodge the object. Then perform
abdominal thrusts: Kneel beside or astride the
person’s hips. Place one hand on top of the other,
with the heel of the bottom hand on the person’s
abdomen above the navel and below the rib cage;
then press into the abdomen with quick thrusts
toward the chest. Repeat until the object is
expelled.
For a smaller person who is choking, it may be
possible to clear the air passages by inserting a
finger inside the throat and attempting to pull the
object out. Take caution not to push the object
further down into the airway.
People who are prone to choking should not
eat alone unless it is absolutely unavoidable.
Caregivers should be prepared for choking emergencies by receiving training in proper technique
and reviewing procedures frequently.

Page 23

The natural secretions in one’s mouth also may
result in an airway obstruction. This may become a progressive problem. The situation may
be particularly critical for those who no longer
have an effective cough to clear secretions from
the airway. The most effective position for good
breathing and forceful coughing is in the upright
position. Elevation of the upper body may be
necessary during sleep for those with breathing
problems. Lying on the stomach or side may
result in more difficulty in breathing. If it is necessary to lie on one’s side, a pillow can be used to
keep the head raised. Use of a pillow when lying
on one’s back is not suggested unless it is placed
low enough to support the shoulders. This will
help maintain a more open airway.
The above suggestions should help to minimize any “fear factor” related to choking. Always
consult the physician and seek professional
advice.
❖

Use ShopNAF.org and Support NAF
By Mari Chandler
Shop on-line … get cash back and discounts
… get refer-a-friend bonuses … and support the
National Ataxia Foundation all at the same time.
NAF is offering a new shopping portal at
www.shopnaf.org. There are more than 3,500
partner stores, 2,500 “Featured Brands” from
Market America, and over 35 million products
available.
When shopping at any of the more than 3,500
Partner Stores, the Foundation will receive a
royalty and you can earn cash back. Some of the
many partner stores to choose from include
Best Buy, Old Navy, Wal-Mart, Target, eBay, Dell,
Apple, HP, Netflix, Staples, The Home Depot,
Barnes & Noble, Cabela’s, Bloomingdale’s,
Wall Street Journal, Victoria’s Secret, iTunes,
Macy’s, Travelocity, Drugstore.com and many
more.
In addition, anytime you purchase “Featured
Brands” products from Market America, NAF will
receive a payment and you will receive up to 35
percent cash back on eligible purchases. Refer
a friend and you will receive 0.5 percent of what

they spend on eligible purchases. The “Featured
Products” from Market America consist of a
wide variety of nutritional supplements for men,
women and children, planet-friendly cleaning
products, pet health products, cosmetics, skin
care products, auto care products, and much
more.
The first time you enter www.shopnaf.org, click
“Learn How” to find out how you earn cash back,
watch a two-minute introductory video, and then
sign-up as a preferred customer. As a preferred
customer, it is important to sign-in each time you
visit the portal to get credit for the dollars you
spend. You can use your accumulated cash
back anytime when shopping on www.shop
naf.org or you can request a check when you
have reached $50 in cash back.
Using this shopping portal at www.shopnaf.org
helps support the important work of the National
Ataxia Foundation. It provides you the opportunity to support NAF by making everyday purchases and at the same time earn cash back.
Please visit www.shopnaf.org and take advantage of a wide range of stores and products.
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BOOKS
— ATAXIA RESOURCES —

— FICTION & PERSONAL STORIES —

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

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

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

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

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

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

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

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

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

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

NAF Ataxia Awareness Band Blue
One size. $2

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

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

VIDEO/CD

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

Ballads of a Family Man CD
10 songs in memory of Billa Ballad. $5 of purchase
price goes to support the work of the NAF. $13

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

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

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

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

ORDER FORM
Description

Qty. Size

Each

Total

NAME: __________________________________________

________________________________________________

ADDRESS: _______________________________________

________________________________________________

CITY_________________ STATE: ____ ZIP: ___________

________________________________________________

PHONE: _________________________________________

________________________________________________

E-MAIL: __________________________________________

________________________________________________

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

SUBTOTAL: ___________________________________
Shipping:

(Add) $5.00

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

PLEASE CIRCLE ONE:

Visa

Mastercard

Discover

NAME ON CARD: _________________________________
CARD #: _________________________________________
EXP DATE: _______________________________________
SIGNATURE: _____________________________________
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Resources for Alternative
Communication Devices
In the Spring 2010 issue of Generations, a
review of the booklet Managing Speech and
Swallowing Problems: A Guidebook for People with
Ataxia was printed. Many people responded to
the article and purchased this excellent resource,
which was updated and republished in 2006.
On page 19 in the book is a partial listing of
companies that provide communication devices.
There have been changes to that list and the
updated information is printed below. These
books are still available for purchase for just $7.50
and can be ordered using the order form on page
25 in this issue, or by going to www.ataxia.org and
clicking on the Store tab.
Note: This listing is for information only and does
not imply specific endorsement of these companies
by the National Ataxia Foundation. Your personal
speech-language pathologist may recommend other
vendors for you to consider.
USSAAC
The USSAAC is the United States Society for
Augmentative and Alternative Communication,
the national chapter of ISAAC, the International
Society for Augmentative and Alternative Communication. They are an organization dedicated
to supporting the needs and desires of people

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

who use Augmentative and Alternative Communication (AAC), as well as the professionals,
manufacturers and family members assisting
them.
100 E. Pennsylvania Ave., Courtyard
Towson, MD 21286
www.ussaac.org
Tobii Products
Tobii Assistive Technology, Inc. (Tobii ATI) is
a developer of hardware and software solutions
for people with disabilities which they may be
born with, such as Cerebral Palsy or ALS/MND
or who may have acquired a disability through an
injury or a stroke which can impair the ability to
speak. Tobii ATI has a range of alternative and
augmentative communication (AAC) solutions
that help individuals with speech impairments
communicate.
333 Elm St.
Dedham, MA 02026
1-800-793-9227 or (781) 461-8200
www.tobiiati.com
Gus Communications, Inc.
Gus Communication Devices, Inc. has been
developing speech solutions with software and
communication aids for stroke, cancer, ALS,
autism, laryngectomy and more for over 18 years.
1006 Lonetree Court
Bellingham, WA 98229
(866) 487-1006
www.gusinc.com
ZYGO Industries, Inc.
ZYGO Industries has been involved in manufacturing and distributing assistive technologies
since 1974. They specialize in augmentative and
alternative communication, environmental 
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control systems, and alternative computer access.
P.O. Box 1008
Portland, OR 97207-1008
U.S./Canada: 1-800-234 - 6006
www.zygo-usa.com
PRC (Prentke Romich Company)
For more than 40 years, PRC has provided
communication technology and language development systems for individuals with autism,
cerebral palsy, ALS and other conditions where
assistive technology can improve communication
and language development skills.
1022 Heyl Rd.
Wooster, OH 44691
1-800-262-1984
www.prentrom.com
Words+, Inc.
Words+ provides state-of-the-art products in
communication and computer access with a
vision to “unlock the person” with communication challenges.
42505 10th St. West
Lancaster, CA 93534-7059
(661) 723-6523
www.word-plus.com
DynaVox Mayer-Johnson
DynaVox Mayer-Johnson is a provider of
speech generating devices and symbol-adapted
special education software used to assist individuals in overcoming their speech, language and
learning challenges. These solutions are designed
to help individuals who have complex communication and learning needs who are unable to
speak as a result of severe cognitive and physical
limitations due to amyotrophic lateral sclerosis
(ALS or Lou Gehrig’s Disease), stroke, traumatic
brain injury, cerebral palsy, autism, intellectual
disabilities, and other conditions.
2100 Wharton St., Suite 400
Pittsburgh, PA 15203
(866) 396-2869
❖
www.dynavoxtech.com
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Book Release:
‘Still Dancing’
In her memoir “Still Dancing,” Gabrielle
“Gabe” Ford discusses her life with Friedreich’s Ataxia and how she became an
advocate against school bullying. Her antibullying advocacy efforts
grew out of her own experience with being bullied
and the courage she developed when caring for
her companion dog Izzy,
who became ill with a
neuro-muscular disease.
Gabe speaks at conferences
and
schools
throughout the U.S. Her story has appeared on The Today Show and Animal
Planet’s “A Pet Story.” Visit www.gabeand
izzy.com to purchase this book and read
more about Gabe’s inspirational story.

NAR is Online
The National Ataxia Foundation is pleased
to announce that the web-based National
Ataxia Registry (NAR) is up and running!
An essential component for rare disease
research is the availability of people with
these diseases to participate in drug trials
and other research. Even if you are registered on another patient registry, you are
encouraged to sign-up on the NEW ataxia
patient registry for individuals in the United
States with any type of ataxia or who are at
risk for ataxia.
Go to www.NationalAtaxiaRegistry.org to
register. If you have questions or encounter
problems, please contact the Research
Coordinator by e-mail at nationalataxia
registry@neurology.ufl.edu or leave a voicemail message with your name and phone
number at (352) 273-9194.
Thank you for your willingness to sign up
on the National Ataxia Registry.
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8th Annual All California
Ataxia Research Meeting (ACARM)

Date: Sunday December 12
Location: Holiday Inn Sacramento Northeast*
– The Aviator Room
*Note: Holiday Inn may soon become a Crowne
Plaza Hotel
5321 Date Ave., Sacramento, CA 95841
(916) 338-5800
www.sacnortheast.com
Schedule:
• 8:30 to 9:30 a.m. – Coffee, “mix & mingle”
and check-in at registration table
• 9:30 to 10 a.m. – Heike Wulff presents
“KCa2 Channel Activators as Therapeutics of
Ataxia and other Neurological Diseases”
• 10:30 to 11 a.m. – Lisa Ellerby presents
“Therapeutic Strategies for Huntington’s
Disease”
• 11 to 11:30 a.m. – Susan Perlman presents
“Research and Treatment for Non-Genetic
Ataxia”
• 11:30 a.m. to noon – Leslie Thompson presents “Use of Stem Cells for Understanding and
Treating Huntington’s Disease”

• 12:10 to 1:40 p.m. – Lunch
• 1:40 to 2:10 p.m. – Theresa Zesiewicz presents “Chantix Story Up Until Now”
• 2:10 to 2:40 p.m. – Jan Nolta presents
“Progress in Working Toward Clinical Trials for
Patients with Huntington’s Disease”
• 2:40 to 3:20 p.m. – David Schaffer presents
“Engineering of Gene Stem Cell Therapies in
the Central Nervous System”
• 3:30 to 4 p.m. – When all presentations are
complete there will be a question–and-answer
period. Written questions will be taken from the
“Ask-It Basket” at the literature table.
On Saturday night you are all invited to attend
a “Get Acquainted” dinner at the hotel’s restaurant at your cost. Dinner will start at 6 p.m. and
will be ordered from “Aces” regular menu.
Prices range from about $7.95 to $16.95 per
plate. Your non-refundable meeting payment
and the Reservation Coupon (w/lunch choice
marked), must be received by the “All California Ataxia Research Meeting” (ACARM)
Treasurer Joanne Loveland no later than
Wednesday, December 8. There will be 

ALL CALIFORNIA ATAXIA RESEARCH MEETING (ACARM)

REGISTRATION FORM

Sunday, December 12, 2010 • Holiday Inn Sacramento Northeast – The Liberty Room
Attendees’ Names (please print):

_______________________________________
_______________________________________
_______________________________________
_______________________________________

Non-Refundable Payment Enclosed:
Lunch & Program
($35 x number attending):

$ _______

Voluntary Donation:

$ _______

Check Total (payable to ACARM):

$ _______

Lunch selections for attendees (quantity): ___ Roast Turkey Sandwich ___ Honey Baked Ham Sandwich

Mail registration coupon & check payable to ACARM (must be received by Wednesday, Dec. 8, 2010) to:
ACARM, c/o Joanne Loveland, 1980 St. George Rd., Danville, CA 94526
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absolutely no exceptions. After that date tickets
will be sold at the door for $25 without lunch.
A registration table will be set up at the
entrance to the event to check in registrants.
Receipts to this event are not given. You can,
however, contact Joanne Loveland ACARM
treasurer at (925) 735-7037 or joanneloveland@
gmail.com, or Mike Fernandes at (925) 516-6906
or fernandesml@comcast.net, to see if you are
registered. Your cleared check will act as your
receipt. Vegetarian lunches are not offered due
to catering costs, so if you require one you can
purchase one at the restaurant.
Arrangements have been made with the
Holiday Inn Sacramento Northeast for Saturday
December 11. Room accommodations are $79
per night. Contact the Holiday Inn Sacramento
Northeast at (916) 338-5800 for reservations and
indicate that you are with the ACARM meeting
to receive this lower room rate. You can also visit
the hotel’s website, www.sacnortheast.com to view
accommodations. Any proceeds from this event
will be donated to NAF to support ataxia research and awareness efforts. There are a limited

Page 29

number of ADA rooms, 10 in all at this facility;
however there are plenty of surrounding motels
with ADA rooms for those who need one. If you
are in need of a caregiver, please plan for that on
your own. ACARM organizers are unable to
provide for those needs. For those who will be
f lying into the Sacramento International Airport
ACARM planners suggest f lying into San Jose
Airport and then using Horizon Airlines to travel
to Sacramento.
Disabled Services Transportation
Lift-equipped transportation to the airport is
available from the following:
• SuperShuttle 1-800-258-3826 at least 24
hours in advance
• Direct Line (916) 727-0403
• Med Star (916) 561-5905
• Paratransit (916) 429-2744. Local users must
pre-register with this service by calling (916) 5574685. Registration can take up to 21 days. Outof-town visitors may also use the service if they
are registered with a similar service in their home
town. To make a reservation, call at least two days
❖
in advance.

‘Cooking for a Cause’
This past year the ataxia community lost two
young men, Nick Olson and Keith Andrus, both
affected by Friedreich’s ataxia. Some years ago,
Nick’s aunt facilitated the creation of a
cookbook titled “Cooking for a Cause”
that was dedicated to all of the families that are challenged with a neurological disorder. The cookbook includes
photos of Nick and Keith.
It seems like an appropriate time
to highlight this cookbook, for which
all the proceeds of its sales go to
Friedreich’s ataxia research.
The National Ataxia Foundation has a
limited supply of these cookbooks and
we encourage you to use the NAF Merchandise
form on pages 24 -25 to order this great cookbook for just $12 plus shipping. Or you can go

to NAF’s secure website at www.ataxia.org and
select the Store tab to order the cookbook.
This 177-page cookbook has kids recipes, fun
craft recipes, along with the usual
desserts, breads, beverages, and other
recipes you would expect from a good
cookbook.
Many of the recipes are contributed
by Minnesota cooks, so if you are looking for a recipe for an authentic Midwest “hotdish” or Jello Salad, this is
the cookbook for you.
Each page includes an inspirational
or funny quote and there is a chapter
designed for the physically disabled cook which
has the interesting title of “How I Have Adapted
Myself to my Kitchen.” Be sure to order your
copy while supplies last.
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From the Desk of the Executive Director
By Michael Parent, NAF Executive Director
The National Ataxia Foundation is dedicated
in finding answers to stop ataxia. Through the
Foundation’s far-reaching research programs,
NAF is supporting promising ataxia research
studies throughout the world. Ataxia research
initiatives, such as the Ataxia Investigators Meetings, bring together the world’s finest ataxia
scientists and clinicians to help accelerate worldwide ataxia research. Funding important research
conferences for a better understanding of the
ataxias and providing a patient registry in connecting patients with researchers for important
clinical studies.
It takes a multi-disciplinary approach in
confronting ataxia. Bringing young, exceptional
scientists into the field of ataxia research through
the NAF Young Investigator Awards and
mounting a multi-level review conducted by a
leading scientific review panel in evaluating
research proposals to help assure that the most
promising ataxia research is funded. Sponsoring
and hosting important research conferences,
supporting tissue donation programs, giving
researchers the tools through research funding,
and providing an ataxia patient registry is the
pathway in finding effective treatments and
ultimately a cure.
These and others efforts have been made

possible because of the generosity of people and
organizations committed towards these important research efforts. Without past support such
as yours, we would not have been able to provide these fronts in our fight against ataxia.
The bottom line in these efforts is the more
research studies being conducted, the sooner
additional answers will be found. Funding these
important ataxia research efforts is even more
challenging in these economic times. Today, we
need your help to not only maintain the current
level of research commitments, but to help us
expand these crucial efforts.
In October the Foundation will be conducting its 2010 Annual Ataxia Research Drive to
support important ataxia research. We ask that
you give as generously as you can. Currently, the
Foundation is reviewing more than 40 ataxia
research proposals from 11 countries. The most
promising of these studies will be funded in late
December. These studies focus on many of the
SCAs, Friedreich’s Ataxia, Sporadic Ataxia,
AOA, Episodic Ataxia, and others.
In October you will be receiving a 2010 NAF
Annual Ataxia Research Drive letter asking for
your support. We are hopeful of your continued
support. You may also go on-line today at
www.ataxia.org to make your secure on-line
❖
research donation. Thank you.

RESEARCH PARTICIPANTS IN THE
NEW ENGLAND AREA NEEDED!
Research participants are currently being recruited to participate in research
investigating the cerebellum. The studies are 1-2 hours and can take place in the
lab in Amherst, MA or we can come to your home. We are looking for individuals
with cerebellar ataxias to do various movement and cognitive tasks. You will be
paid $10/hr for your time. If interested in participating, please contact Prof.
Rebecca Spencer or Lauri Kurdziel at:

CognacLab@gmail.com or (413) 545-4831.
[This research is approved by the University of Massachusetts, Amherst IRB]
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Overcoming Obstacles
By Asad Rafi
No life is without its fair share of problems. We
all know the saying “it’s not the problems that
determine your state, it’s your attitude towards
them,” but this often seems easier said than done.
If we can stay cheerful when we are confronted
with a problem it automatically reduces the size
of the problem. We have to cultivate the attitude
of a warrior, stand firm and not let our negative
thoughts rule us. I can give my example of being
transferred into a wheelchair for the first time
and how I felt. Naturally it was a
very frustrating and difficult time
for me. It took a lot of comforting
from the doctor to make me feel
comfortable and realize the advantages of a wheelchair. In the
beginning the wheelchair felt like
a prison for me, preventing me
from what I wanted to do and
where I wanted to go. It is extremely important to remain positive when you are faced with an
obstacle in life. The three qualities
which have enabled me to remain Asad Rafi
positive have been never to give
up in life, to have faith in God and to always
believe in your abilities.
Getting motivated and getting inspired are two
similar things in my opinion. You get motivation
through setting goals. Similarly inspiration is an
important factor in maintaining one’s resolve.
One should try to surround oneself with as many
inspiring things as possible in the form of music,
books, videos, etc. I have always been a sports fan
and two of my biggest inspirations have been
from sports, namely Roger Federer in tennis and
Tiger Woods in golf. Their ability to return from
the impossible and win matches is such an inspiration and their “never say die” attitude is
immensely critical for achieving anything in life.

To have role models in life who can motivate or
inspire you is truly a blessing.
Overcoming any obstacle in life requires a lot of
belief in one’s self. My becoming a motivational
speaker was a result of having belief in my abilities. The ability to share my story with other
children was immensely satisfying and the feedback I have been getting from my talks is inspirational. Indeed for most of us, public speaking is
the biggest fear and obstacle in life. Having seen
other physically challenged people
do public speaking and share their
story with other people was very
inspirational for me. My biggest
inspiration in public speaking is
W. Mitchell, who himself is in a
wheelchair.
A fiery motorcycle accident left
Mitchell with burns on over 65
percent of his body and a plane
crash a few years later took away
his ability to walk. It is his philosophy in life which has led to my
ability to overcome the obstacle of
public speaking which is “It is not
what happens to you it is what you do about it.”
The Toastmasters Club has been greatly
instrumental in helping me improve my public
speaking and overcome my fear of it. As I am the
only one in a wheelchair attending the meetings,
the encouragement and the support I get from
the other people is so rewarding and makes me
feel so welcome at The Toastmasters Club.
Life is a continuous journey. You will keep
growing and improving yourself along the way
until the time comes when nothing seems to be
difficult anymore. When this day comes, you
should start looking for new challenges that will
Continued on page 33
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My Story Moving Forward
By Starla Brannon
I ’m 31 years old, and was diagnosed with
Friedreich’s ataxia (FA) at age 18. I can tell you
that over the past 13 years I’ve learned that having a disease and being in a wheelchair does not
make me different from anyone else. I am only
as different as I allow my mind to think I am. I
always try to keep my chin up and keep a positive
attitude. I’ve also learned that I am not alone. I
am not the only person in the world with
Friedreich’s Ataxia or a disease. And, there are
people willing to help me if I need
help. Many people are donating
their time or money and fighting
for a cure.
As I was growing up, I was
somewhat a tomboy with a perfectly normal childhood. My
cousin (who is a boy) and I played
with toy guns, ran around the
house with cars and trucks, and
even wrestled. My sister joined in
on riding bicycles, skating, playing
ball, and many other activities. It
was not until about the sixth grade Starla Brannon
when people started making comments about the way I walked. The only problem
I, personally, had at the time was being self conscious because so many people had commented
about the way I walked. My mom and dad took
me to an orthopedic doctor to find out about my
walk. The doctor said I had a gait knee. It wasn’t
until the 11th grade that I truly started having
difficulties. I missed a lot of school during the
11th grade. I was homeschooled my senior year.
I hated this because I did not get to spend my
senior year with my classmates. I did get to graduate with them though; I had to have an escort
walk with me. I was proud of myself and everyone else was proud of me too.
It was not until my neurologist sent me for

DNA testing that I was finally diagnosed with
Friedreich’s Ataxia (FA). I remember the day I
was diagnosed like it was yesterday. I rode home
from the doctor’s office that day sitting in the
front seat between my mom and dad. As my dad
drove home, I cried hysterically on my mom’s
chest while she tried to comfort me. At the time,
I thought my life was over and I had little to
live for. It took some time, but now I realize
differently. I am so very proud of my life and
everything in it.
When I was first diagnosed I had
to accept the fact that I had FA.
This is easier said than done, but
when someone tells you that you
have something incurable it is hard
to deal with. It took me about two
years to accept the fact that I had
FA. However, I do not think you
ever fully accept a diagnosis. A
diagnosis is just a word. It is a
process, something you live with
and deal with each and every day.
With FA, it has been a gradual
progressive disease. So therefore,
my acceptance has also been gradual and progressive.
When I first started losing my balance, I walked
with my legs spread wide apart. Spreading my
legs wide apart helped me keep my balance well
enough to walk. I went from walking by myself
with my legs spread out to walking holding on
to someone’s hand, or holding on to the shopping cart in a store. I then got a walker with four
wheels and a seat, then a manual chair, and then
a power chair. As time goes by, the less I can
do. This includes walking as well as many other
abilities. Abilities many people take for granted.
When I started the process of accepting my
disease it felt like a burden was lifted off my 
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shoulders. I did not have to hide my disease from
anyone (including myself) any longer. I began
living my life. I stopped exercising all day. I still
exercise; I just do not kill myself doing it. I used
to think exercise was the key to curing my
disease. Now I know exercise does not cure, but
it does help. Don’t miss out on your life because
you are too busy hiding yourself from others.
I had always wanted to go to college, so three
years after graduating from high school I started
Chipola College. I started college at age 20 and it
took me four years to finish. I did not have my
own power chair when I started Chipola, so I
used the school’s scooter. I used the scooter until
it became too hard to transfer from the scooter
to my desk chair and back. So, then I began using
my manual chair and other students volunteered
to push me (I did not even have to ask them).
Shortly after that I got my power chair.
When I graduated from Chipola it was a great
day. I am very proud to say that I received an
Associate of Arts degree in Business. It was an
accomplishment that at one time I thought was
impossible because of my diagnosis. Now I have
seven classes to take at the University of Florida
online before I achieve a Bachelors degree.
I believe your life is whatever you make of it.
You can look at your life negatively and never
move forward, this will end up making you sad,
lonely, and depressed. Or, you can look at it in a
positive way and move forward. I chose to move
forward.
I’ll be honest and say there are some days I get
down and out, but I try to stay positive. I look at
all the good things in my life: I am blessed with a
wonderful mom and dad, the best sister in the
whole world, an amazing grandma, the best cats
and dogs ever, and so on. I now have wonderful
friends, some of these friends have FA, and I
probably would not have met them if I did not
have FA. I try not to focus on the things I can not
do, I focus on the things I can do. I try to always
remember “I Can Do All Things Through
Christ Who Strengthens Me.” Philippians 4:13.
And, I do believe there will be a cure!
❖

Overcoming Obstacles
Continued from page 31
boost your confidence and allow you to live a
more rewarding life. Obstacles are not the end of
the world and they actually are character building. Overcoming obstacles gives us knowledge
for the future and helps us grow psychologically.
Everyone wants to be better in some part of their
lives and you must overcome that obstacle standing in your way. It is very important to have a
positive mindset when faced with an obstacle.
Each individual will have his or her own way of
dealing with life’s hurdles but there is no doubt
that positive thinking and determination will
play a major role in the continuing quest to
fulfill goals in life.
“Nobody will believe in you unless you believe
in yourself.” – Liberace
❖

Editor’s Note
In the Summer 2010 issue of Generations
(Volume 38, Number 2) we failed to credit
the following individual for her contributions
to the article “Episodic Ataxia Research” on
page 37 of the issue. Credit for that article
should be given to: Jill Scheltz, Health Project Coordinator, University of Rochester in
New York. We apologize for this credit omission.

Ataxia Research
Drive Begins Now
The National Ataxia Foundation needs
your help in supporting promising ataxia
research by contributing to the 2010 Annual
Ataxia Research Drive.
Please make your on-line gift today at
www.ataxia.org today, and help spread the
word to your friends and families.
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Middle Tennessee Ataxia Support Group
By Vicki Tyler
We Won: The Ataxans vs. the Ocoee River
We did it! The Middle Tennessee Ataxia
Support Group went whitewater rafting on the
Ocoee River, close to Chattanooga, TN. This
was something that my husband Jay and I
enjoyed in the past, but hadn’t done in a few
years. My ataxia symptoms are worse than they
were then, so I wasn’t sure about doing it now,
and I was apprehensive about suggesting it to the
support group. However, I knew it was great fun
and probably not too difficult, especially since
most of it involves sitting (and staying) in a raft.
Luckily two other ataxans and their spouses,
Allie and Mark and Laura and Tim, wanted to
participate, which worked out well, since there’s
only room for six participants and the guide on
a raft. One other couple, Donna and Joe,
decided to join us but not to raft. They became
our photographers and took some great pictures
of our adventure at various places on the river.
Another ataxan, Dr. Tom Clouse, and a friend,

Members of the Middle Tennessee Ataxia
Support Group rafting on the Ocoee River.

Fall 2010

Tracey, joined us, too. Before our rafting trip
Dr. Clouse had been working with some of our
East Tennessee members on improving their
movements. He has found that practicing
certain movements and breaking some bad
habits can actually improve our walking. He has
been helping others by teaching them better
movement techniques.
After rafting, Dr. Clouse was enthusiastic
about the prospects of ataxans engaging in this
kind of activity and others that are fun and often
avoided. They can give us more confidence in
our abilities, which is so important in trying new
kinds of movements and activities.
All of us met in Ocoee, TN on Saturday, July
3, to spend the night at a hotel close to the river.
We congregated in the hotel lobby in the afternoon until all 10 of us arrived. We went out to
eat and when we got back to the hotel, several of
us played poker in the lobby for hours. The next
morning, we had breakfast together before we
went to the rafting company to get started.
They gave everyone a life vest, helmet, and oar,
and talked to us extensively about the different
procedures to follow if you should fall out of the
raft and into the rushing, rocky river. Next we
got on a converted school bus, with several rafts
strapped on top, to travel to the departure point
about 15 minutes away. When we got there our
guide gave us some important tips about how to
stay in the raft and how to use our oars. Then
we carried our raft down a ramp to the river,
which was challenging. We didn’t have too
much trouble doing it, though, especially since
there were three non-ataxan husbands and our
guide, doing a lot of the carrying, plus there was
a handrail on one side of the ramp.
Then the fun began! The whole thing was 
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Chesapeake Chapter News
By Joe DeCrescenzo and Chris Rakshys

Back (l-r): Tim Morefield, Mark Fowler, Jay
Tyler, and Joe Roysdon. Front (l-r): Laura
Morefield, Allie Gray-Fowler, Vicki Tyler, and
Donna Roysdon.

like being on a rollercoaster or riding a mechanical bull. There are several lulls in the rapids, so
we had places to rest and to enjoy the scenery,
too. A few rafts did f lip over or spill out a few
rafters, but we did just fine. Later, our guide assured us that he didn’t give us any kind of special
treatment because we were ataxans. He guided
us just like he would anyone. I believe him and
also give him a lot of credit because of his calm
and easy-to-understand instructions. Everyone
had a great time, even our photographers!
So, how did we make this happen? My husband called the rafting company and told them
about our group. They recommended that we
come on certain days that are less busy and
promised to assign us the most experienced,
skilled guides and to make it as easy for us as
possible. They asked questions about the nature
of our disability and assured us that we would be
able to raft safely.
So often, we concentrate on all the things we
can’t do with ataxia, or can’t do as well. However, the Middle Tennessee Ataxia Support
Group proved to ourselves that we are still able
to do something daring and fun and adventurous – if we just put our fears aside and look at the
possibilities with an open mind. We went whitewater rafting on a Class III-IV River, and we did
it as well as anyone else – maybe better! What
else can we do that might have seemed out of
our reach before? It makes you wonder ...

The Ataxia Center at Johns Hopkins held an
Outreach Meeting on July 24. Featured speakers
were Nomiki Weitzel, Esquire, Rick Scholl,
CPA, and his wife, Kathleen Scholl. There were
30 attendees, including patients and caregivers.
Nomiki Weitzel concentrates her practice in
the area of Elder Law, estate planning, wills and
trusts, and estate and trust administration. She
patiently spoke about the importance of careful
and properly filed documents and processes.
Included were topics covering:
• Advanced medical directives
• Power of attorney
• Probate assets, use of a will, and heirs at law
• Death taxes
• Costs of long-term care and Medicare and
Medicaid
Rick has had ALS for over 10 years. He and
Kathleen added personal stories to Nomiki’s
presentation. Their personal points of view on
these various subjects were strong motivators for
all in attendance.
At the request of Chesapeake Chapter member
Joe DeCrescenzo, Delaware’s Governor Jack
Markell signed a Proclamation marking Sept. 25
as Ataxia Awareness Day in Delaware.
Saturday, Oct. 23 is the date set for the Chapter’s DE/PA Ataxia Support Group Meeting. It
will be held from 10 a.m. to 1 p.m. on the University of Delaware campus at McKinley Lab,
the Physical Therapy Department location.
Guest speakers will include Robert Wilson,
MD, PhD, Associate Professor, Dept. of Pathology and Laboratory Medicine, University of
Pennsylvania, member of FARA’s Scientific
Advisory Board and NAF’s Medical Research
Advisory Board; and Grace Keenan, PT, DPT,
GCS, University of Delaware, who will present
on physical therapy for ataxia patients.
Continued on page 36
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Chapter and Support Group News
Continued from page 35

Arizona Ataxia Support Group
By Mary Fuchs
We’re Back!
Arizona Ataxia Support Group is re-sparking
its group and is very excited to announce we will
be meeting several times a year (instead of just
once in February as we have been for the last two
years). The group will be co-coordinated by
Rita Garcia and Mary Fuchs. Our first meeting
will be a picnic on Saturday, Oct. 23. Please see
details and contact information in the Calendar
of Events.
The purpose of our ataxia Support Group is to
meet other ataxians and share our stories, issues,
and challenges. All are welcome, whether you
are a spouse, partner, attendant, caregiver, parent, other family member, etc. We want you to
know that people from all age groups are welcome to attend. We will have speakers address
many of your questions and concerns.
The friendships created and maintained
through this group are the greatest, and we hope
you will be able to join us. We want and need
your input and ideas. You are the strength behind ataxia!
The picture below is from our February 2010
meeting, where we were once again privileged
to have Larry Schut, MD as our guest speaker.

The Arizona Ataxia Support Group at their
February 2010 meeting.
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Los Angeles Ataxia Support Group
By Cherilyn McLaughlin
The Los Angeles Support Group met July 10
for our annual summer potluck. This session is
always a social gathering with lots of good food
and company. Dawn Dudley coordinated a
fantastic day of fun. The group is pleased to
welcome new members Marika, Pamela, Vivian,
Jennifer, and Cynthia.
Northern California
Ataxia Support Group
By Rebecca Douglass
The quarterly meeting of NCASG was held
on July 10 in Lafayette, CA. A delicious lunch
was prepared and donated by Huang Ngo,
mother-in-law of Dawn Pollak Ngo, one of our
members.
The speaker was David Cook, a man of many
talents: acupuncturist, herbalist, yoga teacher,
meditation instructor, and nutritionist. His
presentation of “Life Basics” (breathing, digestion, elimination, sleep, physical movement,
mind-body relationship, personal experiences,
and personal choices) was well received. His
philosophy: no matter what health condition
or pain condition is being experienced,
actively addressing these life basics will help and
encourage the natural forces of our bodies,
which are the true healers of disease, pain, and
suffering.
The group is looking forward to the 8th
Annual All-California Ataxia Research Meeting
on Dec.12 in Sacramento, CA. Information and
registration forms can be found in this issue of
Generations, or contact Joanne Loveland at
joanneloveland@gmail.com, or Mike Fernandes at
fernandesml@comcast.net. The meeting promises
to be one of the best with seven well-known
physicians, neurologists, and scientists presenting such topics as stem cell therapies, gene engineering, Huntington’s Disease, and information
on clinical trials now in progress for ataxia 
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and other neurological diseases.
The next meeting will be Oct. 9 at Our
Saviour’s Lutheran Church on Carol Ave. in
Lafayette, CA.
Alabama Ataxia Support Group
By Becky Donnelly
The Alabama Ataxia Support Group held its
second meeting of the year on March 27 in
Homewood, AL. The featured speaker was
Heather Pennington of Lakeshore Foundation,
who spoke to the group on core stabilization.
She encouraged and inspired the group to keep
exercising and to keep looking for ways to improve their health to help negate the effects of
ataxia.
We met again on May 29 and Dr. Ryan Walsh,
neurologist at Kirklin Clinic of University Alabama-Birmingham spent nearly two hours discussing the different types of ataxia and the
various clinical trials being conducted. He
stressed the importance of participation in the
National Ataxia Registry and in drug trials and
natural history studies. Dr. Walsh gave helpful
suggestions for dealing with ataxia and encouraged everyone not to give up hope for a cure or
therapeutic help, as he felt it would be coming
in the near future. A luncheon and fellowship
followed.

Page 37

Greater Atlanta Ataxia Support Group
By Dave Zilles
The Governor of the state of Georgia signed a
proclamation declaring Sept. 25 as Ataxia Awareness Day. The proclamation was signed on
August 17 in the governor’s office at the state
capitol with several members of our support
group in attendance.
Our support group held a meeting on Aug. 21
at the Emory Center for Rehabilitation Medicine. There were 33 members in attendance
including several first time attendees. Our
speaker was Ms. Nancy Duncan, Executive
Director, of Disabilities Resource Group of the
topic of disability rights. Her organization works
to bring about full inclusion of all Georgians with
disabilities in all aspects of the community. Ms.
Duncan is blind herself so she brought a very
personal prospective to the topic as well as
professional experience.
Plans for our annual picnic on Sept. 25 at Lake
Lanier celebrating International Ataxia Awareness Day were discussed. We also discussed the
Abilities Expo in Atlanta on Oct. 15-17 and the
need for volunteers to staff the NAF booth and
distribute ataxia literature.
Our next meeting is scheduled for Nov. 6 and
our Christmas social is scheduled for Dec. 11. ❖

The Greater Atlanta Ataxia Support Group in the office of Georgia Governor Sonny Perdue.
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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
NAF BULLETIN BOARD
Moderator – Atilla
ww.ataxia.org/forum/toast.asp
NAF CHAT ROOM
Moderator – Della (blondie)
E-mail: blondie.echat@gmail.com
www.ataxia.org/connect/chat-rooms.aspx
NAF FACEBOOK GROUP
www.facebook.com/group.php?gid=93226257641
NAF MYSPACE GROUP
http://groups.myspace.com/natlataxia
NAF TWITTER GROUP
http://twitter.com/NAF_Ataxia

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

Louisiana Chapter
Carla Hagler, President
Slidell, LA
(985) 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
E-mail: donnelly6132b@aol.com
www.ataxia.org/chapters/Birmingham/default.aspx

Arizona
PHOENIX AREA S.G.
Rita Garcia
Chandler, AZ
(480) 726-3579
E-mail: rtg22@cox.net
www.ataxia.org/chapters/Phoenix/default.aspx
Mary Fuchs
Sun Lakes, AZ
(480) 883-7633
E-mail: mary11115@msn.com
TUCSON AREA S.G.
Bart Beck
Tucson, AZ
(520) 885-8326
E-mail: bbeck15@cox.net
Web: www.geocities.com/azataxiasg
www.ataxia.org/chapters/Tucson/default.aspx

California
LOS ANGELES S.G.
Sherry McLaughlin
Altadena, CA
(626) 791-1558
E-mail: ccherilynmc@yahoo.com
Web: http://laasg-ca.info
www.ataxia.org/chapters/LosAngeles/default.aspx
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
(619) 447-3753
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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

Richard Carr
Mount Prospect, IL
(847) 253-2920
E-mail: caasg@comcast.net
www.ataxia.org/chapters/Chicago/default.aspx

Connecticut

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

See Tri-State S.G. under New York

Iowa

Delaware

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

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

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

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.
Cindy Steever-Ziegler
Bonita Springs, FL
(239) 878-3092
E-mail: csteever @msn.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

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

Illinois
GREATER CHICAGO AREA S.G.

Continued on page 40
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Chapters, Support Groups and Ambassadors
Continued from page 39
Minneapolis, MN
(612) 724-3784
E-mail: schultz.lenore@yahoo.com
www.ataxia.org/chapters/TwinCities/default.aspx

Mississippi
See Mississippi Chapter

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

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

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

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

Oregon
WILLAMETTE VALLEY S.G.
Ivy Stilwell, CCC-SLP
Albany, OR
(541) 812-4162 Fax: (541) 812-4614
E-mail: istilwell@samhealth.org
www.ataxia.org/chapters/Willamette/default.aspx
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Pennsylvania (also see DE/PA S.G.)
SOUTHEAST PA S.G.
Liz Nussear
(610) 272-1502
E-mail: lizout@aol.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
(512) 635 -9478
E-mail: calebsnana2@msn.com or linda@joethell.com
www.ataxia.org/chapters/Linda/default.aspx
HOUSTON AREA S.G.
Angela Cloud
Houston, TX
(281) 693-1826
E-mail: angelahcloud@aol.com
www.ataxia.org/chapters/Houston/default.aspx
NORTH TX S.G.
David Henry Jr.
Trophy Club, TX
E-mail: cheve11e@sbcglobal.net
www.ataxia.org/chapters/NorthTexas/default.aspx

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

Virginia
See Chesapeake Chapter

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

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

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

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

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

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

Florida
Eleanor Daly
Delray Beach, FL
(561) 272-9615
E-mail: elle175@msn.com
www.ataxia.org/chapters/Daly/default.aspx
Jim Henderson
Orlando, FL
(407) 568-9092
E-mail: jamesone24@aol.com
www.ataxia.org/chapters/JimHenderson/default.aspx

Meghan McBrearty
Tallahassee, FL
(850) 656-9597
E-mail: megra10@hotmail.com
www.ataxia.org/chapters/McBrearty/default.aspx

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

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

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

Maryland
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: blainegoetz@copper.net
www.ataxia.org/chapters/LoriGoetzman/default.aspx
Julie Schuur
Luverne, MN
(507) 283-2555
E-mail: jschuur@iw.net
www.ataxia.org/chapters/JulieSchuur/default.aspx

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

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

Continued on page 42
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Chapters, Support Groups and Ambassadors
Continued from page 41
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
Jennifer Mueller
Cincinnati, OH
(513) 834-7002
E-mail: jenmu@yahoo.com
www.ataxia.org/chapters/JenniferM/default.aspx
Cecelia Urbanski
Mentor, OH
(440) 255-8284
E-mail: wurbanski@oh.rr.com
www.ataxia.org/chapters/CentralOhio/default.aspx

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

Pennsylvania
Dale Rummel
Glenshaw, PA
(412) 487-7312
E-mail: dgrummel@psualum.com
or dgrummel@comcast.net

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

Stay in Touch!
Please send stories, events and reports
by about your chapter and support group activities to liz@ataxia.org or by mail to the address listed on page 2. The deadline for the
winter issue is November 5, 2010.

Fall 2010

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

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

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

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

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

❖
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Calendar of Events
The most current event information is available on the NAF website, www.ataxia.org.

Friday, October 1, 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

Saturday, October 2, 2010
2nd Annual Seattle, WA IAAD Walk n’ Roll for
Ataxia
9 a.m. – 1 p.m. at Alki Beach Park, Seattle, WA.
To register or donate online please visit our event
website, which is listed below. To volunteer or for
more information please contact Milly and Tony
Lewendon at ataxiaseattle@comcast.net. All proceeds benefit the National Ataxia Foundation.
https://naf.myetap.org/fundraiser/10SeattleWnR/
Dewayne’s 2nd Annual 5K Walk, Run & Roll
9 a.m. at First Baptist Church, 441 Lewie St.,
Gilbert, SC. All proceeds benefit the National
Ataxia Foundation. For more information please
contact Anna Hite at (803) 532-2447 or
DocA35@ATT.net. To register or donate online
please visit our event website, https://naf.myetap.
org/fundraiser/10DewayneWnR/

Saturday, October 9, 2010
Kansas City Area Ataxia Support Group Meeting
2 – 4 p.m. 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
Northern California
Ataxia Support Group Meeting
11:30 a.m. – 3:00 p.m. at Our Savior’s Lutheran
Church, 1035 Carol Lane, Lafayette, CA. For more
information contact Michael Fernandes at (925)
516-9606 or fernandesml@comcast.net. www.
ataxia.org/chapters/NorthernCalifornia/default.aspx

Sunday, October 10, 2010
Seattle Area Ataxia Support Group Meeting
2 – 4 p.m. at Madison House Retirement Center.

This meeting’s focus will be house safety. For
more information please contact Milly Lewendon
at (425) 823-6239 or ataxiaseattle@comcast.net.
www.ataxia.org/chapters/Seattle/default.aspx

Wednesday, October 13, 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
please contact Ivy Stilwell (541) 821-4162 or
istilwell@samhealth.org. www.ataxia.org/chapters/
Willamette/default.aspx

Thursday, October 14, 2010
Tri-State Ataxia Support Group Meeting
6:30 p.m. at Beth Israel, Phillips Ambulatory Care
Center (PACC), usually 2nd floor conference
rooms, 10 Union Square E. New York, NY. For
more information please contact Denise Mitchell
at (212) 844-8711 or markmeghan@aol.com.
www.ataxia.org/chapters/Tri-State/default.aspx

October 15-17, 2010
Abilities Expo – Atlanta
At the Cobb Galleria Convention Center. www.
abilitiesexpo.com/atlanta/index.html

Saturday, October 16, 2010
Denver Area Ataxia Support Group Meeting
1 – 4 p.m. at the Swedish Medical Center, 2nd
Floor Meeting Rooms, 501 E. Hampden Ave.,
Englewood, CO. For more information please
contact Charlotte DePew at (720) 379-6887 or
Cldepew77@comcast.net. www.ataxia.org/chapters/
Denver/default.aspx
Macy’s Shop for a Cause
Purchase a “Macy’s Shop for a Cause” discount
card today for $5 and help the National Ataxia
Foundation. Your special “Macy’s Shop for a
Cause” discount card gives you access to a
special one-day-only sales event at Macy’s stores
nationwide on Saturday, October 16. Card holders receive a 20 percent discount on regular, sale,
and clearance items including clothing, jewelry,
clearance furniture, mattresses, rugs, and more.
Exclusions may apply. Card holders also can

Continued on page 44
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Calendar of Events
Continued from page 43
participate in special events and entertainment,
and register to win a $500 Macy’s shopping
spree. To purchase your discount card today, send
a check made payable to NAF to 2600 Fernbrook
Lane, Suite 119 Minneapolis, MN 55447. Write
“Macy’s Card” in the memo line. You may also
call the NAF office for more information at (763)
553-0020. www.macysinc.com/shopforacause/
Orange County Ataxia Support Group Meeting
Meets on the third Saturday of every other month
at 1:30 p.m. – 4 p.m. at Orange Coast Memorial
Medical Center (Breast Cancer Building, Room
1A), 9900 Talbert Ave., Fountain Valley, CA. For
more information Contact Daniel Navar at
dnavar@ucla.edu. www.ataxia.org/chapters/Orange
County/default.aspx
Twin Cities Ataxia Support Group Meeting
Meets 10 a.m. every third Saturday of the month
at the Presbyterian Homes of Roseville at 1910
West County Rd. D, Roseville, MN. For more
information contact Lenore Healey Schultz at
schultz.lenore@yahoo.com. www.ataxia.org/chapters/TwinCities/default.aspx

Saturday, October 23, 2010
CC-NAF DE/PA Support Group Meeting
10 a.m. – 1 p.m. at the University of Delaware
campus, McKinley Lab (Physical Therapy department location). Guest Speakers: Robert Wilson,
MD, PhD, Associate Professor, Dept. of Pathology
and Laboratory Medicine, University of Pennsylvania; and Grace Keenan, PT, DPT, GCS, University of Delaware (presentation on physical therapy
for ataxia patients). For more information, contact
Joe DeCrescenzo at (302) 369-9287 or jdcr@
comcast.net, or Chris Rakshys at (610) 395-6905
or rakshys@ptd.net. www.ataxia.org/chapters/
Chesapeake/default.aspx
Arizona Ataxia Support Group
Meeting and Picnic
Join the group for a kick-off meeting and picnic.
For more information contact Rita Garcia (480)
726-3579 or rtg22@cox.net, or Mary Fuchs at
(480) 883-7633 or mary11115@msn.com. www.
ataxia.org/chapters/Phoenix/default.aspx

Saturday, October 30, 2010
Alabama Ataxia Support Group Meeting
10 a.m. – 2 p.m. at Covenant Presbyterian Church,
Homewood, AL. For more information please

Fall 2010

contact Becky Donnelly at (205) 987-2883 or
donnelly6132B@aol.com. www.ataxia.org/chapters/
Birmingham/default.aspx

Saturday, November 6, 2010
Central Texas Ataxia Support Group Meeting
Meets on the first Saturday of every other month
from 11 a.m. – 1:30 p.m. at the Dell Children’s
Medical Center of Central TX, 4900 Mueller Blvd.,
Austin, TX. We will meet in 4 Central Conference
Room (located between Respitory and Oncology
on the 4th floor). The medical Center’s main number is (512) 324-0000. For more information
please contact Linda Crawley at (512) 635-9478
or calebsnana2@msn.com. www.ataxia.org/chapters/Linda/default.aspx
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
West Central FL Ataxia Support Group Meeting
12 p.m. Location TBD. For more information
please contact Nygel Lenz at (727) 791-3587
or nygell@hotmail.com. www.ataxia.org/chapters/
TampaBay/default.aspx

Wednesday, November 10, 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
please contact Ivy Stilwell (541) 821-4162 or
istilwell@samhealth.org. www.ataxia.org/chapters/
Willamette/default.aspx

Saturday, November 13, 2010
Los Angeles Area Ataxia Support Group
Annual Pizza Party
We meet from 2 – 4 p.m. bi-monthly on the second
Saturday at the Westside Center for Independent
Living (WCIL), 1201 Venice Blvd., Los Angeles.
Plenty of accessible parking in back. We meet in
the community room. From the rear parking lot
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. Together we can make life easier, more comfortable,
supportive, and productive. For more information
contact Sid Luther at (818) 246-5758. www.

ataxia.org/chapters/LosAngeles/default.aspx
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Northeast Florida Ataxia Support Group Meeting
1 p.m. at Baptist South Hospital. From I -95, take
exit 335 (Old St. Augustine Rd.). Go East. Follow
the signs to the hospital. We are less than onehalf 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

Saturday, November 20, 2010
Twin Cities Ataxia Support Group Meeting
Meets 10 a.m. every third Saturday of the month
at the Presbyterian Homes of Roseville at 1910
West County Rd. D, Roseville, MN. For more
information contact Lenore Healey Schultz at
schultz.lenore@yahoo.com. www.ataxia.org/chapters/
TwinCities/default.aspx

Sunday, November 21, 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, December 3, 2010
International Day of Persons with Disabilities
The annual observance of the International Day
of Persons with Disabilities on December 3 aims
to promote an understanding of disability issues
and mobilize support for the dignity, rights and
well-being of persons with disabilities. www.un.
org/disabilities/documents/idpdinfo.pdf

Wednesday, December 8, 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
please contact Ivy Stilwell (541) 821-4162 or
istilwell@samhealth.org. www.ataxia.org/chapters/
Willamette/default.aspx

Saturday, December 11, 2010
Greater Atlanta Ataxia Support Group
Christmas Party
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
Kansas City Area Ataxia Support Group Meeting
2 – 4 p.m. 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
Orange County Ataxia Support Group Meeting
Meets on the third Saturday of every other month
at 1:30 p.m. – 4 p.m. at Orange Coast Memorial
Medical Center (Breast Cancer Building, Room
1A), 9900 Talbert Ave., Fountain Valley, CA. For
more information Contact Daniel Navar at
dnavar@ucla.edu. www.ataxia.org/chapters/Orange
County/default.aspx
San Diego Ataxia Support Group
Christmas Party
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

Saturday, December 18, 2010
Twin Cities Ataxia Support Group Meeting
Meets 10 a.m. every third Saturday of the month
at the Presbyterian Homes of Roseville at 1910
West County Rd. D, Roseville, MN. For more
information contact Lenore Healey Schultz at
schultz.lenore@yahoo.com. www.ataxia.org/chapters/
❖
TwinCities/default.aspx

Tissue Donation

If you are interested in helping ataxia
research by donation of tissue after
death, please contact Dr. Arnulf
Koeppen for information and details.
Arnulf Koeppen, MD
Professor of Neurology
VA Medical Center
113 Holland Ave., Albany, NY 12208
Phone: 518.626.6377
Fax:
518.626.6369
E-mail: Arnulf.Koeppen@ va.gov
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Memorials and In Your Honor
The National Ataxia Foundation is grateful to those who have made contributions in memory or in honor
of their friends and families whose names are listed below. This list reflects contributions made from May
2010 through August 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.
Remo Agostini
Ralph Aiello
Sherri Alexander
George Anderson
Linda Anderson
Marjorie Anderson
Robert Anderson
Thomas Anderson
David Ashley
Janice Babin
Karen Babin
Kay Babin
Lester Babin, Jr.
Sharon Baggett
Jeffry Bailey
Kyle Balis
Matthew
Barrilleaux
William Bassett
Betty Beck
Clair Beck
Sandra Berst
Anna Betland
Joseph Black
Thomas Blain
Stephanie Blake
Fred Blasberg
Alice Braswell
John Brennan
Renold Broussard
Bill Brown
Kenneth Brown
Delorice Brownlee
Ruth Buckley
Chris Buechel
Brenda Callis
Edward Callis
Courtney Cardinal
Cindy Carr
Richard Chin
Judith Christensen
Paul Cirillo
Clara Claypole
Michael Clementz

Patricia Clementz
Milan Cloud
Maxine Collins
Tiffinay Compiano
Alfred Cook
Roger Cooley
Robert Cordiero
Elizabeth Cox
Mary Danson
Connie DiVincentis
Fred Donnelly
Rick Donnelly
Denise Drake
Naomi Droz
Joel Dryden
Rhonda Duarte
William Dugal
Mary Dupre
John Dyer
Andrew Egeressy
Paul Eisenhaur
Philip Eisenhaur
Lee Engel
Daniel Eustache
Rick Eustache
Lindsey Evans
Adele Evidon
Trinity Falk
Donald Farquhar
Matt Farrow
Sharae Felder
Allan Flood
Jennifer
Foley-Shipitalo
Doris Forman
Ann Fostert
Lottie Francois
Maxine Freeman
Julie Frenz
Jerry Frey
Garnett Frye
Jacob Fugel
Gregson Gann
Rita Garcia

Mary Gates
Albert
Gauthreaux, Sr.
Bob Geffert
Jeffrey Geye
Donna Giles
David Gladden
Truett Godley
Penny Golminas
Ann Goodspeed
Edward
Goodspeed
Claudia Gordon
Brenda Graner
Lawrence Graner
Carol Greenblatt
Ed Greene
Raleigh Greene
Richard Greene
Paschal Guercio
John Gulick
Joy Hair
Charlene Hall
Donald Hardy
David Hartman
Mary Hartmann
Gary Hartsock
Shirley Hayworth
Tokiko Henderson
Steve Hendrickson
David Henry, Jr.
Greg Hess
Eugene Hoffman
Carolyn Hogan
Johnny Hogan
Sherry Hong
Helen Horndasch
Lloyd Howell
Lynda Howell
Jane Jaffe
Paul Jess
Kathy Johnston
Betty Jones
Florence Jones

Betty Joyner
Eileen Jubina
R. Jurasek
Fred Kaffke, Jr.
Jeffrey Kahn
Dr. Kaplan
Robert Keithly
Denis Kelly
Hakim Khan
Salim Khan
Erin Kiernan
Young Kim
Mary Kime
Allen Koester
August Kohl
Brian Kohl
Jordan Kohl
Sherri Kowatch
Sue Kremen
Dave Kulis
Normand LaBarre
Leonilla Lake
Hrysoula Lane
Amy LaPorte
Rodger Larsen
Dwayne LeBlanc
Linda Lee
Richard Lee
John Lehto
Thomas Lehto
Johna Leidholt
Tony Lewendon
Phyllis Lindberg
Sylvia Lindsey
Peggy Littlejohn
Lauren Loftin
Stephanie
Lovelock
David P. Lowsley
David W. Lowsley
Sid Luther
Claire Lutz
Carly Magnuson
Caryn Mahaffy

Deborah Markham
Christopher Marsh
Betty McAdam
Megan McCandless
Alisa McFarland
Frances McKevitt
Charley
McLaughlin
Earl McLaughlin, Jr.
Linda Meier
Reggie Mellon
Patricia Messigian
Dean Metcalfe
Susan Metcalfe
Denise Mitchell
Matt Moeller
Dolores Morello
Carol Mullen
Grace Mutschler
Pearl Nadon
Bruce Nanninga
Daniel Navar
Charles Nesby, Jr.
Mark Newell
T.H. Newell
Marian Norton
Alayne Novalany
Joe Novalany
John Ober
Brent Ofenstein
Steven Ofenstein
Sharon Olsen
Debbie Omictin
Diana Overton
Matthew Overton
Darrell Owens
John Pascoe
Norma Payne
Corey Pemberton
Sean Pemberton
Susan Perlman
Eric Peterson

Heather Pfarr
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Patrick Pisano
Rita
Powell-Lobascio
David Price
Ernie Prince, Jr.
Ronald Randol
Charity Ranger
Janet Riley
Sally Riley
Sue Robinson
Carolyn Rogers
Christine Rogers
Michael Rollo
Greg Rooks
Valerie Ruggiero
Teresa Runckel
Patricia Rust
Kevin Ryan
Leo Ryan
Sheryl Sad
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Ethel Sankey
Donald
Santa Croce
Roberta
Santa Croce
Michael Saul
Josephina
SchembreMcCabe
Jay Schlueter
John Schooley
Norm
Schuffenhauer
Yvette Scimone
Derek Semler
Cheryl Serge
Sevenski Family
Collin Shannon
Cynthia Shannon
Kevin Shannon

Lucia Shone
Maria Sieracki
Carole Silva
Henry Skala, Jr.
Gwendolyn Smith
Willa Snyder
Chai Society
Teresa Speigl
Stafford Family
Marilyn Stevens
Clinton Stewart
Dawn Stewart
Susan Stinson
David Summers
John Surabian
Mike Sweeney
Tom Sweeney
William Sweeney
Kathleen SweeneySchnobrich

Ernie Talarico
Carol Tallon
Raymond Tavolier
Kim Taylor
Robert Taylor
Joe Thell
Fayne Thiel
Lester Thompson
Dave Thummel
Aymee Torres
Dr. Aymee
Torres-Michels
Gertrude Tougas
Margaret Tseng
Bonnie Tucker
Phil Turnbull
Florence Ulrich
Ginger Vail
Jacob VanBuren
Al VanSlembrouck

Antoinette Varron
Michele Vaughn
Janet Veal
Antone Villa
Deborah Vosloh
Shirley Wagner
Barry Washburn
Miriam Wauben
Carol West
David Westrick
James Wheeler
Connie Wolff
Pearl Womeldorf
Rebecca
Yeomans
Kenneth Yousten
Dora Zamora
Jon Zilles
Patricia Zook
❖

Soccer and Ataxia Research Team Up
By Barry Washburn
He’s given me a better understanding of what
On Saturday, July 10, friends and family of ataxia is, and motivation to raise awareness for
the Kettle Moraine Lutheran High School the disease. The three-on-three tournament
(KMLHS) soccer program worked to raise funds fundraiser was a perfect opportunity to do just
for NAF ataxia research. KMLHS is a Wisconsin that. The event went well, as participants
Evangelical Lutheran Synod high school located enjoyed competing in several seven-minute
in Jackson, WI. Barry Washburn, long-time games. It was truly a privilege to help run the
event, because I was able to
supporter of the KML soccer
have fun while helping the
program and an assistant
fight against ataxia.”
varsity boys and girls coach
for the past eight years, has
The tournament was won
ataxia.
by Sam Stremlow, Nicholas
Grittner and Josh Boeldt,
A three-on-three soccer
former KMLHS soccer playtournament was hosted that
ers. One of the teams had
included current and former
t-shirts made for the event
KMLHS players as well as
with the phrase “attack
Coach Washburn’s son, Ben,
ataxia” printed on the front.
current KML varsity coach,
Tournament
winners
Sam
Stremlow
(left),
Matt Moeller, and members
Cash and check donations
of the community. The tour- Nicholas Grittner (center), and Josh
from friends of the KMLHS
nament was organized by Boeldt (right) pose for a photo after the
soccer family totaled over
current KMLHS players, Cole tournament.
$200 before the day of the
Weber and Jacob Falck.
event. The total amount raised from donations,
Cole really enjoyed helping with the event and tournament free will donations, and concession
commented “I’ve known Coach Washburn since sales totaled $988.21!
freshman year. Consequently, I’ve been able to
Organizers hope to make the soccer tournawitness the ups and downs he’s been through. ment an annual event.
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Is your address correct? Are you receiving more than one issue of Generations? If there are any changes
that need to be made, please call NAF at (763) 553-0020 or e-mail liz@ataxia.org. Thank you!

GIFT – HONOR – MEMORIAL

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

Honor/Memorial envelopes are available free of
charge by writing or calling NAF.
My contribution is:
❑ In Memory ❑ In Honor ❑ Gift Membership

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

Name ________________________________
Address ______________________________
City/State/Zip __________________________

MEMBERSHIP

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

PAYMENT INFORMATION

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

National Ataxia Foundation.

Total Amount Enclosed $ ________________
Credit Card: ❑ Visa ❑ MasterCard ❑ Discover
Name on Card ________________________
Card #_______________________________
Exp. Date ____________________________
Signature ____________________________
Phone Number ________________________

