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The National Ataxia Foundation Board of
Directors and the National Ataxia Foundation
Phoenix and Tucson Arizona Ataxia Support
Groups would like to welcome you to the 51st
Annual Membership Meeting. Please join us in
exciting Las Vegas, NV to learn, share, network,
have fun, and enjoy the sights.
The 2008 NAF Annual Membership Meeting
will continue to focus on bringing together
NAF members and their families to meet and
learn from world leading ataxia researchers and
neurologists but also to build new friendships
and reunite with old friends.
Whether this is your first meeting or your 51st,
the 2008 Annual Membership Meeting will be
filled with education, celebration, sharing, and
caring!
The Annual Membership Meeting Registration Form can be found on pages 29–30 of this
issue of Generations and on our website. You
may also view the latest information available
about the Annual Membership Meeting on our
website at www.ataxia.org. The Annual Membership Meeting Program that you will receive

at the meeting will include the most updated
information. Please use your Meeting Program
for meeting room assignments and times.

Program Overview
Thursday, March 27
Leadership Meeting – Current Chapter Presidents, Support Group Leaders and Ambassadors
are encouraged to attend the Leadership Meeting. Due to limited space, only those who are
Chapter Presidents, Support Group Leaders, or
Ambassadors will be permitted to attend unless
one representative has been indicated prior to the
meeting to attend in place of the Leader who
is unable to attend. This meeting will address
questions and concerns that are unique to those
in these appreciated positions as well as offer the
opportunity to meet one another and learn some
tips from both peers and professionals. This
meeting will run from 1-5:00 p.m. If you are not
currently a group leader, but are interested in
becoming one, please inquire ahead of time by
contacting Lori at lori@ataxia.org.
Continued on page 3
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Blazing a Trail in Research
Continued from page 1
Internet Group – This is your opportunity to
meet some of the internet friends you have met
on the NAF chat room, NAF Bulletin Board,
Internaf, Tricks of the Trade, Ataxia Forum,
Ataxia Chat 2002, FAPG, u_r_notalone and
My Space NAF.
Teen Early Arrival Group Outing – Attention
all teens! This year NAF is planning a “Tournament of Kings” experience for the teen group.
This outing is open to teens participating in the
teen program ages 13-20. The outing will be
from 5-8:30 p.m. Transportation will be provided. No chaperones are needed at this time.
Tickets and transportation are free to the teen attending the outing. If you have a teen interested
in participating in this event it is necessary to
contact Bridget at bridget@ataxia.org no later than
Feb. 1, 2008.
Friday, March 28
Teen Program and Activities – Teens ages 13-20
are invited to meet in the Reno II Room. This
room is reserved for the teens to get to know
each other, play games, watch movies and relax.
In addition there will be scheduled group activities and guest speakers. Please make sure to mark
“TEEN” on your registration form so we can
plan accordingly. A full schedule will be available
in the Meeting Program. Don’t forget, teens are
welcome to attend the regular meeting program.
Breakout Sessions – Friday morning 45-minute
sessions will be available on various topics
including Dancing with Ataxia, Financial Planning, Selecting a PCA, Wheelchair Yoga, and
Accessible Travel. For a complete schedule please
see the meeting agenda.
Birds of a Feather – Friday from 2-5 p.m.,
groups will be sectioned off in individual or
divided rooms based on the type of ataxia,
whether you are a caregiver or parent, etc. This
is a tremendous opportunity for you to meet
others with the same type of ataxia or who share
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in a similar situation and make friends that may
last a lifetime. Medical professionals will also be
on hand, circulating between groups, in case you
have any questions.
Friday Night Reception – Please join us for a
western-themed hors d’oeuvres reception in the
Sunset Ballroom. All registered meeting attendees are welcome to attend. Admittance to this
event is included with your registration.
Saturday, March 29
General Sessions – On Saturday morning and
afternoon there will be General Sessions in the
Sunset Ballroom. General Sessions are large
group presentations, typically with a medical or
research focus. Many of the world’s leading ataxia
researchers and clinicians, along with other ataxia
experts, will be presenting the latest research and
additional information. A half-hour Question
and Answer session will follow the morning and
afternoon General Sessions with a panel of the
doctors and researchers who presented.
Church Services – Both Catholic and nondenominational church services will be held on
Saturday at 6:00 p.m. in the Laughlin I and
Laughlin III rooms.
Silent Auction – As a tradition at our annual
gathering, the silent auction will be begin on
Saturday afternoon and conclude at 7:30 p.m.
We hope you will bring an auction item with
you to the meeting and get the winning bid on
an item you choose. Auction items range from
something that represents your state or country,
such as a painting, spices, statues, sports memorabilia or basket of knickknacks, to a hotel stay
or weekend getaway. Good luck everyone!
Saturday Evening Banquet – The Saturday
Evening Banquet will begin at 7:00 p.m. in the
Sunset Ballroom. Please get your tickets – which
are included in your registration fee – ahead of
time. You must reserve seating for the banquet
in advance. The banquet will include a plated
dinner.
Continued on page 4
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Continued from page 3
Sunday, March 30
General Sessions – Sunday morning wraps up
the 2008 Annual Membership Meeting with the
final round of General Sessions at 8:30 a.m. in
the Sunset Ballroom followed by a Question and
Answer Session.
Additional Information
Conference Registration – Please complete and
return the registration forms in the center of this
issue of Generations to NAF by Feb. 15, 2008.
Additional registration forms are available on our
website. Please fill out the registration form
completely, as we need all the information to
finalize plans. If you are bringing an attendant,
please register together on the same page. Each
person planning to attend the daily sessions,
reception, or banquet needs to register. Event
entry will not be allowed without the proper
registered name tags.
Photo Waiver – By attending the 2008 NAF
Annual Membership Meeting you give your
consent, unless you notify us otherwise, to use
your image captured during the conference
through video, photographs, or digital imagery,
which may be used by the National Ataxia
Foundation in promotional materials, publications, and NAF’s web site and you waive any and
all rights to these images.
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About Las Vegas
Las Vegas, an ever-changing fantasy land of a
city, has seen unbelievable expansion since it
emerged from the desert more than 100 years
ago. The sights and sounds of Las Vegas are
enjoyed by over 38.9 million visitors every year.
Please visit www.visitlasvegas.com for a complete
list of attractions and planning information.
Room Reservations and Rates
The Flamingo Las Vegas is the official conference hotel of the 2008 NAF Annual Membership Meeting. The hotel is located directly on the
Vegas Strip and minutes from the McCarran
International Airport. Guests can enjoy 15 acres
of Caribbean-style foliage which includes an
extravagant Wildlife Habitat and five separate
pools, with cascading waterfalls for swimming
and sunbathing. Guests can also shop at the more
than 10 shops, relax at the Flamingo Spa & Salon
and dine at the eight various food venues
available. Guests of the Flamingo always have a
full house when it comes to entertainment, from
superstar Toni Braxton to George Wallace.
The Flamingo Hotel is a very large hotel and
casino. Please allow time to familiarize yourself
with the layout of the hotel. Valet parking is
available at the hotel’s east entrance. Selfparking is available in the South Garage, located
immediately east of the main entrance. Both are
complimentary. Please let NAF know if you are
driving a van with a lift.


WANTED: Exhibitors for the
NAF Annual Membership Meeting
Have you used a product or service that has
been helpful as it relates to ataxia? NAF is currently exploring various vendors to be exhibitors
at the Annual Membership Meeting in Las Vegas
in March 2008.
If you have found a product or service benefi-

cial in your daily life, please forward the name of
the company to the NAF office and we will contact them with the details to become a possible
exhibitor. Please call (763) 553- 0020 or e-mail
susan@ataxia.org.
Thank you for your help.
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Reservations – Guest rooms are available for a
special group rate of $124 per night. Please be
sure to make your reservations by Feb 22, 2008
in order to secure the special group rate.To book
your stay online go to: www.harrahs. com/CheckGroupAvailability.do?propCode=FLV&groupCode=SFNAT8 or if you prefer to make your
reservation by phone, please call toll-free
1-800-732-2111 and ask for the National Ataxia
Foundation group rate.
All of the limited number of ADA rooms that
were available on a first-come, first-serve basis
have now been reserved. If you are interested in
putting your name on the waiting list for an
ADA room, please contact the NAF at (763)
553-0020. Shower chairs, tub bars and toilet
frames are available on a first-come, first-serve
basis at the Flamingo Hotel and Casino.
Check-In – There will be a designated check-in
desk for NAF meeting attendees on the third
f loor. You may take the elevators located beside
the Front Desk in the hotel lobby to the third
f loor. The check-in desk will be located directly
outside the elevators.
Transportation
NAF is not responsible for transportation to
and from the hotel. The following may be used
as a helpful guide for your convenience.
Lift-Equipped Shuttles – Lift-equipped shuttles
are available at the McCarran International
Airport to the Flamingo Hotel. The cost is
approximately $7 per person one way and $14
per person round trip. Pick-up areas are located
on the north and west sides of the baggage claim
area outside exit doors 8-14. The shuttle is not
owned or operated by the Flamingo Hotel or
Harrah’s Properties.
Taxis – All taxi companies in Las Vegas have
lift-equipped vans accommodating one wheelchair. Ask in advance for an accessible taxi van.
Strip Trolley – The trolley operates on the Strip
and pulls up to the entrance of each hotel on its
route. Most are lift-equipped. For details call
(702) 382-1404.
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Monorail - Hop on the Las Vegas Monorail and
experience a convenient, state-of-the-art alternative in traveling the world-famous Las Vegas
Strip - in 15 minutes or less! Flamingo/Caesars
Palace Station is located at the Flamingo Las
Vegas on the east side of Las Vegas Boulevard.
Head past the Flamingo lobby toward the parking garage to reach the Monorail station. Visit
www.lvmonorail.com for schedules and ticket
prices.
CAT (Citizens Area Transit) – Bus service
is fully accessible, including buses that are liftequipped. Reduced fares are available for persons
with disabilities. Call (702) 228-7433.
Paratransit – If you are certified to ride paratransit, bring your certification and you will be
allowed to ride for up to 21 days without a
Nevada certification. Call (702) 455-0997 one
to three days in advance to schedule rides.
Parking – If you have a parking permit from
your home city for your car’s dashboard and you
will be renting a vehicle in Las Vegas, bring it
with you. You may also make advance arrangements for a free 90-day temporary disabled parking permit through the City of Las Vegas. Write
to City Hall, Parking Permit Office, 400 E.
Stewart, Las Vegas, NV 89101, (702) 229-6431.
Send a doctor’s letter explaining the condition
and the duration of the condition, and allow two
to three weeks for a response. Valet parking is
also an option at nearly every hotel.
Vegas Strip – With all of these transportation
options, you will still cover a lot of the city without transportation. That said, the length of the
Strip can be deceptive... it takes more time than
you would think to get from one end to the
other. But where else in the world can you marvel at dancing fountains (The Bellagio), see an
erupting volcano (The Mirage), or watch pirates
and sirens entertain on ships nightly (Treasure
Island). Not to mention downtown’s Fremont
Street Experience, which is a haven for pedestrians. Be sure to wear comfortable shoes and carry
a bottle of water. See you in Las Vegas!
❖
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From the Desk
of the Executive Director
This is a very exciting time at the National they will be also participating in the Birds of a
Ataxia Foundation. As of this writing, the Foun- Feather. Remember, “what happens in Vegas
dation is reviewing more than 40 quality ataxia stays in Vegas,” but when you leave Vegas you
research proposals from scientists around the will bring back memories of a great time, new
world. The most promising of these studies will friendships, a better understanding on ataxia,
be funded in late December 2007 for fiscal year and hope.
2008. A summary of the funded research studPlans are also underway for the National
ies for fiscal year 2008 will be in the Spring Ataxia Foundation’s second Ataxia Investigators
2008 issue of Generations.
Meeting (AIM), which will begin a few days prior
The funding of these vital world-wide ataxia to the 2008 NAF Annual Membership Meeting.
research studies are made possible because of World-leading scientists and clinicians will gather
for this four-day conference to
the generosity of wonderful people
share research information, enlike you who are making a differcourage cooperation and collaboence by contributing to the NAF
ration, develop initiatives, and to
annual ataxia research drive,
help accelerate world-wide ataxia
those families who are conducting
research efforts. An estimated
fund raisers, our corporate and
140 leading researchers from
foundation friends, NAF chapters
around the world will be attending
and support groups, and the many
this historic conference.
other amazing friends of the Foundation. Your support is greatly
If you have not visited NAF’s
needed and we are truly grateful
web site lately, we invite you to
for your kindness. Thank you!
check out the site at www.ataxia.
org. There are many new features
The Foundation is energized
including a video on the first NAF
about the 2008 NAF Annual MemMichael Parent
Walk N’ Roll event hosted by the
bership Meeting in Las Vegas,
Nevada at the Flamingo Hotel on March 28 -30, San Diego Ataxia Support Group. In addition, you
2008. This meeting will be hosted by the now have an opportunity to honor a loved one or
Phoenix Area Ataxia Support Group and the friend through the on-line giving portion of the In
Tucson Area Ataxia Support Group who have Honor or Memorial sections. These on-line giving
been working very hard to help make this meet- sections offer you the ability to include a picture
ing a great success. The conference will offer of your loved one and to write a statement honmany new and important break-out sessions for oring that special person. Want the latest in
persons with ataxia, family members, and care- breaking ataxia news? You will also find the
givers.
latest ataxia news in the section “Ataxia in the
In addition, world-leading ataxia researchers News.”
will be presenting their latest cutting edge
See you in Las Vegas!
research findings at the General Sessions and

Wishingyou a

From the NAF Staff
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filled with health, happiness and prosperity

Julie Braun, Dave Fischer, Sue Hagen,
Bridget Kissell, Becky Kowalkowski,
Michael Parent, Lori Shogren, and Jan Stewart
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Featured Board Member of the NAF:

Dr. Harry Orr
Harry T. Orr, PhD is the Research Director
of the National Ataxia Foundation’s Medical and
Research Advisory Board and since 2006 has also
been a member of the Foundation’s Board of
Directors.
Dr. Orr is a full professor for the Department
of Laboratory Medicine and Pathology at the
University of Minnesota Medical School. Dr. Orr is also the
Director of the newly established Institute for Translational
Neuroscience at the University
of Minnesota. He is the Director of the Institute for Human
Genetics and holds the Tulloch
Chair in Genetics.
Dr. Orr received his BA
degree from Oakland University in Rochester, Michigan,
earned his PhD at Washington
University in St. Louis, Missouri, and completed a post- Dr. Harry Orr
graduate fellowship at Harvard
University in Cambridge, Massachusetts. He has
received numerous awards and honors including
the Javits Investigator Award.
Dr. Orr is known world-wide for his important work in ataxia research. Dr. Orr, along with
Dr. Huda Zoghbi from Baylor College of
Medicine, found the first gene for ataxia in 1993,
now known as spinocerebellar ataxia type1 (SCA
1). Dr. Orr’s research focuses on molecular neurogenetics and he is a published author of more
than 120 articles, many of which are on the
genetics of ataxia.
As the Foundation’s Research Director, Dr.
Orr has volunteered countless hours in coordinating, facilitating, and reviewing world-wide
ataxia research proposals submitted to the

Foundation and in monitoring the Foundation’s
current research efforts. His wisdom in guiding
the Board on areas relating to research has been
profound and has strengthened the Foundation’s
ability to continue to support quality world-wide
ataxia research studies.
Many of you have met Dr. Orr over the years
at the National Ataxia Foundation’s annual membership
meetings through his presentations at the general sessions and
at “Birds of a Feather.” Dr. Orr
is a brilliant scientist, but is also
a thoughtful and compassionate
human being who is dedicated
in helping to find the answers
in developing effective treatments and ultimately a cure for
ataxia.
Dr. Orr is a true champion in
the fight against ataxia. We are
honored to have Dr. Orr on the
Foundation’s Board of Directors and as the Foundation’s Research Director
and are truly thankful for his commitment to the
National Ataxia Foundation and to the ataxia
community. Thank you, Dr. Orr!
❖

Volunteers Needed
Volunteers donating their time contribute
greatly to the success of each and every
National Ataxia Foundation Annual Membership Meeting.
To volunteer at the 2008 meeting, please
contact Rita Garcia, Phoenix Area Support
Group Leader, at (480) 726-3579 or e-mail
rtg22@cox.net.
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Surprising Discovery
in SCA8 Research
By Laura Ranum, PhD
Laura Ranum, PhD is a Professor of Genetics, Cell Biology and Development, and a member of the
Institute of Human Genetics at the University of Minnesota. Dr. Ranum’s long-term interest in the
ataxias goes back to her postdoctoral work on the identification of the SCA1 gene with Dr. Harry Orr.
Since that time, her lab has focused on the identification and characterization of additional genes that
cause ataxia and muscular dystrophy. Since 1998, her lab identified the genes for SCA7, SCA8,
myotonic dystrophy type2, and most recently the discovery of the gene for SCA5. Dr. Ranum’s current
research efforts are focused on generating mouse models to better understand these diseases and to improve
mapping strategies to allow the identification of additional human disease genes from families previously
thought to be too small for such studies. Dr. Ranum is a member of NAF’s Board or Directors and
Medical and Research Advisory Board and serves as a reviewer for numerous scientific journals and
funding agencies including the National Institutes of Health.
The following was presented at the 2007 NAF Annual Membership Meeting in Memphis, Tennessee.
Thank you for the opportunity to talk about
our work on SCA8. SCA1, 2, 3 and a number
of the other ataxias are caused by polyglutamine
expansions that for long time have been known
to be part protein coding regions in their respective genes. SCA8 has parallels to both the polyglutamine ataxias and to ataxias in which the
repeat appears to be located in a region of the
gene that does not encode a protein including
SCA10 and SCA12.
So why find and study new ataxia genes
and why study unusual genes like SCA8? This
question makes me think of a book by Eric Carle
that I read to my children a long time ago that
made an impression on me. This is a story about
an elephant and seven blind mice. There was a
sick animal in the rain forest and the blind mice
needed to go and figure out what the animal
could be. One of them went out and ran into the
elephant’s foot and decided that it was a pillar.
Another went and found the tail and came
back and said that it was a rope. Another mouse
found the ear and said, “It wasn’t a rope, it was a

butterf ly.” Another found the trunk and said
that it wasn’t a butterf ly, that it was a snake.
I think that when we find new genes, we are in
a sense, finding a different piece of the puzzle or
a different part of the story. Each gene we find is
similar to what the blind mice found because it is
inevitably only part of the story. But as scientists
when we compare these stories we get a better
picture of the overall view and we hope that we
can put together a picture of the elephant. And
for ataxia, we hope we can put together a picture
of what causes neurons in the brain to die.
I am going to talk about the Murphy Mouse
that we made and about our surprising discovery during the past year that the SCA8 mutation
is expressed by two different genes that run in
opposite directions. And then I am going to tell
you about our evidence for RNA gain of function effects of SCA8.
So we isolated the SCA8 expansion from a
single individual. We isolated the gene and this
expansion mutation directly from her DNA. 
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Then we worked up a large family that is
unrelated to her family and showed that the
expansion was found in lots of individuals with
ataxia in that family.
The clinical features of SCA8 are similar to
other relatively pure spinocerebellar ataxias. One
of the unusual features of this disease is that there
is reduced penetrance, which means that not
everybody who inherits the mutation develops
ataxia. That is distinct from the other types of
dominant ataxia mutations. Our initial understanding of how the SCA8 mutation was
expressed as a gene was that the mutation was
expressed in the CTG direction which leads to
the production of transcripts with a CUG repeat
expansion in the RNA. Although DNA is
double stranded we initially thought that the
mutation was only expressed in the CTG direction. Genetic stop signs or stop codons in the
other direction made it initially appear unlikely
that a gene running in the opposite direction
could make a protein. So our initial model was
that the repeat was not incorporated into a
protein and that, similar to myotonic dystrophy,
SCA8 might involve an RNA gain of function
mechanism and be different than the polyglutamine story. Because of the reduced penetrance
and because we wanted to understand how
SCA8 works, we put this gene into a mouse.
One of the lines of mice that we made had the
normal number of CTG repeats, or 11 CTGs.
The second one had an expansion cloned from
an individual with 118 repeats. The mice that
had high numbers of the transgene with the long
repeat developed an ataxic like phenotype. They
had trouble walking, they had hind limb rigidity,
they had progressive motor phenotype and these
mice died after a period of time. Mice with only
one copy of the mutant gene also developed a
movement disorder and importantly the control
mice with only 11 repeats did not.
In our initial characterization of these mice we
didn’t see one of the hallmarks of an ataxia model
that we would have liked to have seen, which is
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loss of the Purkinje cells in the cerebellum. So
we used a sophisticated technique in collaboration with a colleague at the University of
Minnesota, Dr. Timothy Ebner. What he does
is called in vivo optical imaging of the cerebellum. Dr. Ebner showed that the signals one
neuron makes with another were not properly
working in the mice. The SCA8 expansion mice
had a signaling problem that wasn’t found in the
control mice. At that point we had a model that
we thought was nicely consistent with the SCA8
expansion causing ataxia through an RNA gain
of function effect. We showed that the mice expressed the RNA, they developed a progressive
neurological phenotype and they had motor
deficits and their cerebellum didn’t work right.
But then the story got more complicated.
That is because we detected a protein in the
brains of our mice in the right cells, the Purkinje
cells. That was a surprise to us. We detected this
protein using an antibody that was known to recognize polyglutamine expansion proteins called
the 1C2 antibody. So there are protein accumulations that we see in Purkinje cells in our SCA8
expansion mice and human SCA8 autopsy
tissue but not in control samples. This observation raised the question again, “Does the SCA8
expansion make a protein somehow and that we
are not aware of and if so how?”
There were two possibilities. One is that even
though there were a whole bunch of stop signs in
front of the expansion when you looked at the
gene in the CTG direction, maybe it could still
make a protein over a little stretch of the repeat
and that protein could be polyleucine protein.
The other possibility, which didn’t seem likely
to us at the time but started to smell likely, was
that there was a second gene that was expressed
in the opposite direction that encoded a polyglutamine protein. So we had our model, our
CTG repeat, and like the blind mice, we were
looking just at the CTG strand not the CAG
Continued on page 10
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Surprising Discovery in SCA8 Research
Continued from page 9
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sis in the SCA8 expansion mice but not the control mice. So the SCA8 repeat expansion makes
a polyglutamine protein but in the opposite
strand. We saw all these stop signs and no likely
direction from the other gene that we knew was
open reading frame so it didn’t seem likely that
expressed in the CUG direction So the overall
the SCA8 mutation could make a protein. Nevorganization then of the SCA8 region is that
ertheless, we decided that we needed to test this
there are two genes: the first gene ataxin 8 oppoidea and so we cloned the gene and put it into
site strand (ATXN8OS) makes a CUG RNA
cells and then probed blots with the 1C2 antimade in one direction and the second gene,
body that detected the protein in the brains of
ataxin 8 (ATXN8) encodes a CAG RNA in the
the humans and the mice. Not only did we find
opposite direction or from the other strand of the
the protein but we knew that the protein had to
DNA. So you’ve got one mutation and two
be made from the repeat track because the length
genes and the gene that encodes the polyglutaof the protein changed in size when the length
mine protein, encodes a funny polyglutamine
of the repeat changed. So the
protein. This protein has a start
protein detected by the 1C2
signal for the protein to be made
antibody had to be made from
and then it has a repeat sequence
... we detected
the SCA8 expansion.
with codons that would encode
a
protein
in
the
Then we did some additional
a glutamine and sometimes the
controls to see if this protein rebrains of our mice repeat is interrupted by a differally was the polyleucine protein
ent sequence motif that encodes
in
the
right
cells,
that we thought we were lookarginines. So we’ve got one muthe Purkinje cells. tation that encodes an RNA
ing at. So again we put the gene
into the cells in the direction that
expansion in both directions: a
That was a
we would expect the CTG to
CUG transcript and a CAG
surprise to us.
be made. The controls weren’t
transcript and the CAG tranconsistent with that hypothesis,
script is subsequently translated
in other words we could force
into a polyglutamine protein.
the cells to make a polyleucine protein by adding
So, in this model, and this is from Hank Paulsignals to the gene but the polyleucine protein we
son, who wrote a review on this work, the quesmade did not line up with the 1C2 positive protion becomes, “What’s the mechanism?” Is there
tein which was also being made in these cells. Beone mechanism, are there two mechanisms? Is
cause we knew the 1C2 protein was made from
the polyglutamine protein toxic or is the RNA
the repeat, we decided to flip the gene over to test
toxic or are they both toxic? I am going to preswhether or not it would also be made in the reent some evidence that the RNA is toxic and
verse orientation. This test confirmed that this
possibly that the protein is toxic and we don’t
protein was made without the normal signals that
really know which is more toxic at this point.
you have in front of a gene called a promoter to
So why would we look at the RNA? This idea
drive expression. So this new gene expresses a
comes from work that has been done largely in
CAG RNA which in turn encodes a nearly pure
myotonic dystrophy. This has been done in colpolyglutamine protein in the opposite direction.
laboration with a lot of investigators and really is
a
summary of the entire field. The piece that my
Then we looked for and found the CAG RNA
colleague and I have been involved with was the
in the humans and the mice. We found the RNA
identification of the myotonic dystrophy type 2
in the SCA8 expansion mice and we also found
gene. This model, from myotonic dystrophy, 
the protein, by a second test called western analy-
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says that RNA containing a CUG expansion
accumulates in the nuclei of cells as globs of
RNA. You have previously learned that protein
can form globs in the nucleus and so can RNA.
The same story is true for the CCUG repeat
expansion that we isolated from myotonic
dystrophy type 2. What happens in myotonic
dystrophy patients is that these RNAs then
change the regulation of two key proteins that
are normally involved in regulating other genes
and these key proteins are muscleblind and
CUGBP1. Changes in Mbnl1 and CUG-BP1
lead to abnormal gene regulation of downstream
genes.
We now have three lines of evidence that
RNA gain of function mechanisms play a role in
SCA8. The first is that there are RNA foci that
we can see in a Purkinje cell in an SCA8 patient
and that is similar to RNA foci that we can see in
DM1 patient. A second line of evidence that
RNA gain of function mechanisms are important is that we crossed our SCA8 mice to our
colleague’s, Dr. Maurice Swanson, mice and
showed that when both gene defects are present,
the mice have a worse ataxia phenotype by a
roto-rod analysis. The mice become more ataxic
so that is another line of evidence suggesting that
SCA8 may involve that same mechanism at the
cellular level as myotonic dystrophy. Another
thing that we did was to look if muscleblind or
CUGBP1 are possibly involved in changing the
regulation of downstream proteins. Could we
figure out a candidate and show that it was
altered by the RNA? We teamed up again with
Dr. Swanson’s lab and he had identified some
candidates to be involved in myotonic dystrophy
disregulation and we looked through his list of
tags. He had 325 candidate genes and based on
the phenotype of the mice that we developed we
decided that we needed to go after one of these
in particular and look at it carefully because it
might explain why the cells don’t communicate
properly with one another. Additionally we are
investigating the possibility that interruptions

Page 11

within the repeat tract affect disease penetrance.
We don’t know whether it is the protein or the
RNA or the combination of both molecules that
causes SCA8, but we are now doing experiments
to address these questions.
So SCA8 is unusual because the mutation is
expressed in both directions. From one DNA
strand it expresses a CUG expansion transcript
and from the other strand, a CAG transcript and
then a polyglutamine protein are made. What do
we learn by trying to understand SCA8 and its
unusual characteristics? I would argue that this
allow us to go to a different part of the elephant.
At first we may only see differences but as we
continued to explore SCA8 we are now seeing
similarities with other diseases. At the same time
that we were figuring out that the SCA8
mutation is expressed in both directions by two
overlapping genes, a separate paper came out
showing that similar to SCA8, the CTG expansion mutation for myotonic dystrophy type 1 is
also expressed in both directions. There is also
suggestive evidence that this may also be true for
Huntington’s type 2 and SCA7.
I would like to acknowledge the people in the
lab. There are lots of people who have contributed to the work. Yoshio Ikeda, Melinda
Moseley, Randy Daughters and Tao Zu were
key players in the SCA8 characterization. John
Day has been a long term collaborator on all the
myotonic dystrophy and SCA8 work as well as
Larry Schut who initially worked up some of
these families with us. Thank you.
❖

Nurse(s) Needed
Additional registered nurses are needed
onsite for the duration of the NAF 2008 Annual Membership Meeting in Las Vegas,
NV, March 27-30, 2008.
To volunteer or for more information,
please contact Lori at lori@ataxia.org or
call (763) 553-0020.
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Ride Ataxia
II:
620 Miles in 13 Days
Last year, Kyle Bryant and his recumbent tricycle
were joined by his Dad, Mike, his Uncle Steve, fellow ataxian David “Spinner” Henry, his elementary
school friend, Andy and other dedicated supporters
for the 2,400 mile ride from San Diego to the
National Ataxia Foundation’s Annual Membership
Meeting in Memphis to raise awareness and research

Dad – Mike Bryant, Kyle Bryant, Uncle – Steve
Bryant

Kyle Bryant, Uncle – Steve Bryant, Dad – Mike
Bryant, family friend Mary Krill, family friend
Wally Krill, Mom – Diane Bryant.

funds for Ataxia. The event was a huge
success! Despite knee injuries, wind storms,
freezing temperatures and rotten road kill,
the team visited ataxia researchers and
patient families along the way and made it to
Memphis on time and in good health.
The team raised over $40,000 and even
more exciting was the uniting of the National
Ataxia Foundation and the Friedreich’s
Ataxia Research Alliance for the first time
ever. Both of these organizations contributed
matching funds to create the $100,000 Kyle
Bryant Translational Research Award. In
June 2007, the grant was awarded to Dr. Nuri
Gueven at Queensland Institute of Medical
Research in Australia for promising ataxia
research.
The Ride Ataxia Team is at it again! The
team will be cycling 620 miles between
Sacramento (Kyle’s hometown) and Las Vegas
starting Mar. 15 and ending on Mar. 27 at the
Flamingo for the NAF Annual Membership
Meeting. Moving at a pace of about 50 miles
a day, the ride will be fully supported with
vehicles, food and accommodations. The
team welcomes anyone who is up for the
challenge.
Here are the basics:
You can join for all or part of the ride.
Each cyclist is required to raise $125 per day
of participation, but of course is asked to
further raise as much as possible toward our
team’s $50,000 research funding goal.
For more details check out http://rideataxia.
org, http://rideataxia.blogspot.com or e-mail
kyle@rideataxia.org.
We can’t wait to get on the road to a treatment and a cure! See you in Vegas!
❖
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Potential Causes of Sporadic Ataxia
By Sid Gilman, MD, FRCP
Sid Gilman, MD, FRCP, is the William J. Herdman Distinguished University Professor of Neurology at
the University of Michigan Medical School. His research work is in the pathophysiological processes underlying neurodegenerative disorders. Dr. Gilman has published about 400 scientific papers, book chapters and
abstracts, including nine books that he co-authored or edited. He earned his undergraduate degree and MD
degree from the University of California, Los Angeles. Dr. Gilman serves on NAF’s Medical and Research
Advisory Board.
The following was presented at the 2007 NAF Annual Membership Meeting in Memphis, Tennessee and
edited for publication in Generations. The Power Point slides that accompanied this presentation can be found
on www.ataxia.org under 2007 AMM Presentations.
This is going to be a clinical review of the
sporadic ataxias. I want to put the sporadic ataxias in the context of the medical disorders that
may cause a sporadic ataxia. I will do that by first
giving you an overview of the ataxias.
By definition, an ataxia is an incoordination of
the limbs and of walking that’s not caused by
stiffness. The primary causes of ataxia are diseases
of the cerebellum and its connections, but also
the peripheral nerves, the vestibular system,
which has to do with balance and coordination,
and having semi-circular canals in the ear and
nerve fibers that go into the brainstem. The results are abnormal speech, eye movements, limb
movements, instability, falls, trouble talking, and
sometimes trouble swallowing.
One can look at the ataxias broadly as falling
into two big divisions: the hereditary ataxias and
the sporadic ataxias. Sporadic means that by the
history of the patient and the patient’s family
there is no evidence that this is a genetic disorder.
The hereditary ataxias can be viewed as multiple
in type. There are also so-called congenital ataxias, that is, children are born with abnormalities
that become apparent later. One is the Chiari or
the series of Chiari malformations. There are
three types. Type-1 is the one we see most commonly where a piece of the cerebellum is down
below the level of the brain. It’s through the
foramen magnum. It’s often discovered because
people have an MRI scan to find what may be

causing the patient’s symptoms, which are often
headaches. Often surgery is recommended to
cure the headache but frequently that doesn’t
cure it because it is a migraine-type headache.
Occasionally having the tonsils down will in fact
cause headache and that is a situation in which
surgery may be needed. The other one is the
Dandy-Walker malformation in which there are
various kinds of cysts in the back of the head
involving the cerebellum. There are recessively
inherited disorders, Friedreich’s ataxia is the best
known, but there are also many metabolic disorders in children. You have heard about the
spinocerebellar ataxias, previously known as
dominantly inherited OPCA and then there are
the sporadic ataxias, which is the topic of this
conversation.
I want to give an overview of what causes
sporadic ataxia. This is a very interesting area of
work. I have found it to be continuously fascinating throughout my whole career, because it
is a detective story. You have to get a good
history, you have do an examination and most of
all and hardest of all you have to think from the
clues that we have, “What is going on here?”
Imaging sometimes helps, sometimes it doesn’t
help. Mostly it is the history and the examination that give one the diagnosis. If you work hard
and long enough, even in the most obscure kind
Continued on page 14

Page 14

Generations

Potential Causes of Sporadic Ataxia
Continued from page 13
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veins coming from your cerebellum as from the
rest of the brain. Often women who have just
delivered a baby will develop a severe headache,
of patient, the answer usually comes through but
feel terrible and at times will develop an ataxia
sometimes is takes a little while to do that, to get
because a blood clot has developed in the back
it clear.
of the head, but not in an artery, in a vein that’s
Trauma. Injury to the brain can produce an
usually accompanied by swelling of the eye
ataxia. Often it is seen from birth. There is a sogrounds, the discs which contain nerve fibers. It
called ataxic form of cerebral palsy in which there
is sometimes associated with pregnancy itself and
is an ataxia in addition to some of the other
with clotting abnormalities but also with dehyabnormalities that occur with this disorder. Then
dration and can occur to almost anybody at any
primarily in soldiers in battle who have a direct
time. The physician needs to be alert to it with
injury to the cerebellum from missile fragments
patients who experience a new headache.
that will enter the cerebellum. There are a
Infections. There are many infections that can
number of vascular diseases or stroke-related
affect the function of the cerebellum, including
conditions that can cause ataxias. Ischemic stroke
bacterial, fungal and viral infections, and ironiis due to decreased blood f low to
cally, immunizations to prevent
the cerebellum. It often affects the
infections can at times produce
brainstem because the blood
ataxia through an autoimmune
I have found
supply that goes to both structures
process. Bacteria can invade the
can affect both at the same time or (sporadic ataxia) to brain itself, and this invasion rethere can be a hemorrhage or
be continuously sults in a high fever, stiff neck,
leakage of blood in the cerebellum
weakness, and at times delirium.
itself.
fascinating
This can occur in infants, who beThere’s a whole series of abnorthroughout my come ill very quickly. The specific
malities that can lead to hemorbacteria that affect infants and
whole
career,
rhage in the cerebellum. High
young children tend to be differblood pressure is one cause, but
because it is a
ent from those that affect adults.
also there are little abnormal blood
detective story. Similarly, fungal infections and
vessels that can leak and produce
viruses can invade the brain,
hemorrhage either suddenly or
including the cerebellum, and they
more gradually into the cerebellum
also usually cause fever, stiff neck,
causing a progressively worsening ataxia. Von
and severe weakness. When these infectious
Hippel-Lindau disease is one of them. It’s a
agents affect the cerebellum, ataxia can be a prerather unusual disorder often picked up by ophsenting symptom. Ataxia can be the earliest stage
thalmologists during an examination. Looking
of such a severe infection, and this occurs when
at the back of the eye, one can see these little tanthe cerebellum is invaded early in the process and
gles of blood vessels that make the diagnosis of
ref lects inf lammation of the tissues. Infectious
von Hippel-Lindau disease. It’s an interesting
agents, bacteria, fungi or viruses, can enter the
disease in which there are these abnormal
brain from the blood stream, which is the most
tangles of blood vessels in both the eyes and in
frequent route of infection, although at times an
the cerebellum and sometimes in other parts of
infection of the sinuses can lead to infection of
the brain and brainstem. There are venous sinus
the nearby brain tissue.
thrombosis that can rarely but sometimes present
There’s an obscure bacterium called T.
with an ataxia. There are very large draining
whippelii. There’s a disease called Whipple’s 
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disease that rarely, but frequently enough that it
is worth testing for, can produce an ataxia
associated with problems with eye movements,
typically people have trouble looking upward.
Along with an ataxia there may be a nystagmus,
beating movements of the eyes and no abnormality that one can detect otherwise. To make
the diagnosis, first you have to think about
Whipple’s disease and then the diagnosis is by
means of a biopsy from the bowel and testing for
the typical kind of antigen. Syphilis is getting to
be a diagnosis that we don’t see much anymore
except in people with HIV or AIDS but it is still
worth keeping in mind. And Lyme disease, we
do a lot of testing for Lyme’s; we rarely see it but
it is still in the differential diagnosis. For
bacterial infections that cause meningitis and
sometimes a cerebellar inf lammatory process
there are specific treatments. Sometimes one
needs surgery if the infection of the cerebellum
or brain causes an abscess. That involves an
infection that gets walled off with connective
tissue and it may need to be drained surgically.
There are a number of funguses that can affect
the cerebellum as well as other tissue of the brain.
This is often seen in people who are immunocompromised, their immune systems are not
working normally. Previously we saw that
mostly in people with AIDS but now we are
seeing it in people who have had organ transplantation; heart, liver, kidneys, pancreas, all the
various organs that are now being transplanted.
In order to prevent rejection of those tissues,
these people need to get drugs that will suppress
the immune system. That has become extremely
common now. People with cancers get immune
therapy, which decreases the capacity of the
immune system to function naturally.
Last month I saw a patient who had an
amoeba involving the brain. It was called an
acanthamoeba. It comes from the water supply
in the United States. You don’t have to go to a
third world country to get this particular beastie.
It was a patient who had acute myelogenous
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leukemia, he had immunosuppression for it. So
there are many kinds of funguses that one can
suspect in a person who has what appears to be
an infectious process particularly with immunocompromise. I saw a patient with aspergillosis
involving the cerebellum. That is a common
fungus that is all around us. There are now very
specific antifungal treatments that are available
for people with these disorders.
Parasites. There are very few examples of this
in the United States but there certainly are in
developing countries. Mosquito bites, tick bites,
contaminated food or water are the sources of
these. Again, immunocompromised people are
prey to these. They produce a meningitis, inf lammation of the covering tissues of the brain,
fevers and stiff neck. These are very ill people.
Sometimes they will have epilepsy, a seizure disorder, sometimes twitching, so called myoclonus
and they will often become delirious with other
mental status changes. These will sometimes
produce a mass lesion, a walled-off piece of
tissue that looks like an abscess. There are various kinds of these. Malaria is one, toxoplasmosis
is another. Cysticercosis is a helminthic or worm
abnormality, but what you get in your brain is
more the baby cysticercosis. It is very common
in India and in Mexico and now, cysticercosis is
becoming more common in parts of the United
States, like southern California, southern Texas,
that border upon Mexico because it is transmitted by what are called fomites, unwashed hands
or other contaminated items like door knobs that
infect people. Although it is mostly from food
and water that you get these beasties in your
brain. Rocky Mountain spotted fever is another
one of these disorders because of a Rickettsial
disease.
Viruses. Viruses are a large cause of the sporadic ataxias. We see this in children where they
get an acute inf lammatory process affecting the
cerebellum and there are a number of them,
Continued on page 16
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Continued from page 15
measles, mumps, infectious mononucleosis. One
sees acute cerebellar disorders also after vaccination in children. It is rare, but it happens and it is
from the DPT vaccination, but also from some
of the other vaccinations such as inf luenza and
hepatitis. In adults we see cerebellar ataxias resulting from actual infections affecting the nervous system from viral causes. In my session on
sporadic ataxias I heard of a woman who developed an ataxia after immunization for anthrax.
She was in the military service and had a history
that is very convincing for the development of a
cerebellar ataxia that gradually increased, then
plateaued and has gotten somewhat better.
There’s a disorder called PML, progressive
multifocal leukoencephalopathy. It’s an awful
disease due to a virus in the brain that is not treatable. It was not known, except in very rare cases
of people with immunosuppression, until the
advent of HIV and then AIDS when it became a
much more common disorder. It’s due to a virus
called the JC virus. Recently it has been seen,
unfortunately, in multiple sclerosis patients
treated with a new drug called Tysabri or Natalizumab. Tysabri is a very potent drug for multiple sclerosis, it’s probably twice as powerful or
effective as the other drugs that have been developed for multiple sclerosis. Unfortunately in
3000 patients there were three patients, one per
thousand, who developed PML. Two of them
have now died. One is still living but quite
disabled. It’s untreatable once it develops. So
people are very cautious now about prescribing
Tysabri for multiple sclerosis. However, the data
show, very clearly, that if you have severe immunosuppression in addition to taking Tysabri,
it is more likely that this will develop. In fact, I
suspect, it will only develop in people who have
severe immunosuppression plus Tysabri.
There is a disorder called Creutzfeldt-Jakob
disease that can produce an ataxia. You probably
know this more as mad-cow disease or spongi-
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form encephalopathy. It is a disorder that is also
incurable once it develops. Initially it causes, over
the course of a couple of years, an ataxia that
progresses into myoclonus, which are twitching
movements of large groups of muscles. That then
is followed by a progressive dementia and then it
is a lethal disorder. Diagnosis is not difficult once
one thinks about that possibility and there are
various tests including spinal f luid examination
that will give that diagnosis. There have been
outbreaks of it related to the consumption of
contaminated beef. Treatment is anti-viral agents
where they are effective, IVIg, plasmapheresis
and so on.
Primary Brain Tumors. These are not very
difficult to diagnose. There are some inherited
disorders: ataxia-telangiectasia which is associated with medulloblastoma, von Hippel-Lindau
disease with cerebellar hemangioblastomas, and
then metastatic tumors, tumors that spread to the
brain from elsewhere that will cause an ataxia.
One is paraneoplastic disease, where there is
often a slowly evolving cerebellar degeneration
because of a tumor, usually malignant but sometimes benign, somewhere else in the body, often
it is in the lung, maybe in the ovaries. There are
antibodies that can be detected that are found in
the spinal f luid or in the blood and there are
particular kinds that will appear in cancers of the
breasts, ovary, the uterus and in the lung. The
diagnostic evaluation is important because this is
a treatable disorder and the earlier the diagnosis
the more likely it is that we can treat it effectively
before it becomes a disaster. Treatment for it is to
identify the tumor and remove the tumor. Often
the ataxia gets a little bit better but often the
patient does not return completely to normal so
the earlier the diagnosis the better.
Autoimmune Disorders. There are a series
of autoimmune disorders that will produce
cerebellar ataxia. In the antigliadin story, one
has these antibodies in what is called sprue, celiac
sprue, which is a gluten enteropathy; people
are overly sensitive to glutens. They have 
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antibodies against them and they will have a small
bowel disorder with diarrhea, foamy fat-laden
stool. They have antigliadin antibodies. Some
years ago investigators, mostly in Germany, discovered that there are people without sprue who
have antigliadin antibodies and have ataxia. However they have found non-affected people who
have antigliadin antibodies and there are people
with the dominantly inherited ataxias who have
antigliadin antibodies so that test has become
much less specific and therefore not nearly as exciting an entity. Dr. Susan Perlman has said that
she still treats people when she
finds it with some beneficial affect in a few patients, but not in
most. There’s an entity called
anti-GAD (glutamic acid decarboxlase) antibodies seen often in
people with diabetes or other endocrine disorders so an antiGAD is a test I usually ask for. If
it is positive, then these patient’s
ataxia does respond to immunosuppression.
Endocrine Disorders. Hypothyroidism and hyperthyroidism
Dr. Sid Gilman
can produce an ataxia. Hypothyroidism presents with gait problems and instability in the trunk so that people rattle to and fro.
They can develop cognitive disorders and they’re
usually responsive to thyroid medication. In
Hashimoto’s thyroiditis there is an immunemediated cerebellar ataxia that does respond to
immunotherapy. Then hyperparathyroidism and
hypoparathyroidism are rare, but they can be associated with cerebellar ataxias.
Toxic Disorders. Severe chronic alcoholism.
I often get the question, “I have a drink or two at
night. Is that causing my ataxia?” And the
answer is no. In order to get a cerebellar ataxia
from alcoholism you need to have Vitamin B1
deficiency, you have to be a very severe alcoholic, missing meals. A little bit of alcohol does
not produce cerebellar degeneration. It usually
makes your existing cerebellar degeneration a bit
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worse while you have the alcohol in your blood.
Anticonvulsant and antineoplastic medications:
There are a large number of them that will cause
an ataxia. Toxic disorders, heavy metal intoxications, many household compounds, so-called
recreational drugs and there are metabolic
injuries that will produce ataxias.
Neurodegenerative Diseases. Progressive
supra-nuclear palsy can give you a pure cerebellar ataxia. It presents with parkinsonian features,
dystonia, but it may present initially with a pure
cerebellar ataxia and with time one determines
that that’s what it is. The frontotemporal dementias also can
give you an ataxia. Interestingly
enough, conversion reaction,
which are functional non-organic disorders, very frequently
appear in my clinics as a cause of
ataxia.
Idiopathic Cerebellar Ataxias.
Sporadic OPCA or olivopontocerebellar atrophy also called
idiopathic late onset cerebellar
ataxia also known as adult onset
cerebellar degeneration of unknown cause. These are all patients that come in with a diagnosis of sporadic
ataxia. Abele, one of our colleagues in Germany,
wrote a paper evaluating 112 patients with sporadic ataxia onset over age 20 years. They found,
even though the family history was negative, that
13% had a genetically mediated ataxia frequently
SCA6 but some SCA3 and some SCA2 and a
few had Friedreich’s. About 30% met criteria for
multiple system atrophy and most remained
undiagnosed so that when one goes through
this entire list of sporadic ataxia you still have
50% who do not have a diagnosis.
Multiple system atrophy. My colleagues and
I evaluated 51 patients with sporadic OPCA
over multiple years. We determined by survival
analysis that about 25% of those who appear
Continued on page 18
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Continued from page 17
with sporadic OPCA will evolve to MSA within
five years. MSA is a neurodegenerative disorder
unknown in cause. It causes cerebellar ataxia,
parkinsonism, autonomic failure. Usually it begins with parkinsonism features with autonomic
failure, that is light headedness or drop of blood
pressure when standing up, urinary incontinence
and difficulty sweating. A minority begin with
cerebellar ataxia. Some respond to treatment for
parkinsonism and most respond to treatment for
autonomic failure. It does shorten the life span.
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And it is an area for development. It is due to an
alpha-synuclein abnormality and we are hot on
the trail of how to deal with that. It is a similar
kind of abnormality to Parkinson’s disease.
In summary, the sporadic ataxias result from
multiple causes. Tracking them down is a
challenge and an interesting process for the
physician. They need thorough evaluation for
diagnosis but still about 50% of them do not
receive a diagnosis initially. It takes time. Usually
the cause becomes clear with patience. One has
to evaluate them early and very thoroughly
because some of them can be treated and
reversed. Thank you.
❖

Abilities Expos Raise Ataxia Awareness
By Earl McLaughlin
The National Ataxia Foundation exhibited at the
Texas (San Antonio), Southern California (Long
Beach), and Minnesota (Minneapolis) Abilities
Expos this year.
NAF is an official sponsor of the Abilities Expo,
the largest show in the nation devoted exclusively
to products and services for people with disabilities and others who need assistance and information such as family members, health care and
rehabilitation professionals. It offers an opportunity to see, try, compare, and buy products and
services that can enhance people’s lives to make life
easier, more productive, more independent, and
more enjoyable.
A show like the Abilities Expo also gives the
NAF an opportunity to spread the word of ataxia.
It’s a great way to increase public awareness.
The Texas Abilities Expo was held in January
and it was staffed by Barbara Pluta, Gerry, Carol,
and Jeff Lawrence of the San Antonio area, and
Earl McLaughlin, NAF Board Chair of the
Abilities Expo Committee, and Don Hawn from
San Diego.
The Southern California Abilities Expo was held
in June, and it was staffed by members of the Los
Angeles and Orange County Ataxia Support

NAF representatives at the Abilities Expo in
Minneapolis: Becky Kowalkowski, Lori Shogren,
Larry Loomis, Mike Parent. Seated – Earl
McLaughlin and Paul.

Groups, under the direction of Sid Luther, leader
of the Los Angeles Ataxia Support Group.
The Minnesota Abilities Expo was held in
September, and it was staffed by members of the
Twin Cities Ataxia Support Group and Earl
McLaughlin and Alma Balderas from San Diego.
The NAF usually exhibits at two or three
Abilities Expos each year. For 2008, plans are being
made to exhibit at the Southern California show
for the 22nd time from May 30-June 1 and the
Minnesota show, Sept. 12-14.
❖
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Information So You Can Relax
Planning for the Financial Future of a Person with a Disability
By Arnie Gruetzmacher
Financial planning has been Arnie’s profession for 27 years. If you have questions regarding financial or
estate planning please e-mail or address the editor and Arnie will reply in a future issue or contact you.
The following brief ly explains the four major
planning components necessary to develop a
Comprehensive Life Plan if you have a family
member with a disability. Each component will
be addressed in detail over the next five issues of
Generations.
Comprehensive Life Planning
If you are the parents, spouse or primary caregiver of a person with a disability, you have very
likely experienced some anxious moments wondering what will happen if you become incapacitated or pre-decease the family member with a
disability. You need to know the answers to such
questions as: How can we make sure their best
interests will remain a top priority? How can we
provide excellent care and supervision for their
lifetime? How can we make sure that governmental benefits will be maintained? How can we
provide for those supplemental needs that aren’t
covered by governmental benefits? How can we
guarantee that any funds left will be managed
properly? How can we combine these plans with
our overall estate plans? How can we provide a
smooth transition of care to others, thereby
avoiding family conf lict? How can we assure
dignified final arrangements?
The answer to all of the above questions can
only be answered by developing a Comprehensive Life Plan for the person with a disability.
This consists of four major components which
are: Life Plan, Financial, Legal, and Plan Management. The following is a brief description of
the four components:
Life Plan – This involves a written plan as to
your future dreams and hopes for the person
with a disability. It should include all areas of

life such as medical care, education, housing,
employment, social and all other aspects of life
for your family member with a disability. This
will assist in making a smooth transition of care.
Legal – This requires an attorney that is
familiar with this type of planning and would
include wills that would exclude, by name, the
person with a disability. The other document
would be a Special Needs Trust that would hold
all assets for the person with a disability and
would be disbursed by the trustee that you have
chosen. You should also provide for successor
trustees and guardians/conservators.
Financial – The next component is to determine how much money will be needed for the
family member with a disability, where it will
come from and how will it integrate with
retirement and other financial plans. A qualified
estate planner who has extensive experience in
working with persons with a disability will be
needed.
Plan Management – After you have completed the rest of the steps, you should review
this plan with your selected successors. Set up a
specific file where you will keep everything
needed to settle the estate. Inform your successors where this information is and review your
plan annually with the professionals to assure
yourself that the plan is still going to accomplish
what you wanted.
The last item is to relax. You have done everything possible to assure a quality of life for your
family member with a disability.
In the next issue of Generations, the Life Plan or
Letter of Intent will be the topic.
❖
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What is Happening to Me?
By Emily Medina
back home. I was determined that I could ride
“What is happening to me?” That was the
my bike the four miles back home. At that time,
question that I had been asking myself during
I was riding my bike fine, as long as I was going
most of my teen years. I started noticing somestraight and there were no turns. I would get
thing was “off” before then, but I ignored it.
very nervous when the cars would get close or
My first real memory that something was wrong
the road narrowed too much, because of my
happened at my eighth-grade graduation. I
“balance issue.” (I did not have a name for it yet.)
had my hair all curled, got a pretty, off-theI’ll admit now that I did fall quite a number of
shoulder dress, and matching shoes with clip-on
times: a few times on a car, and once in front of
lace f lowers. The shoes were white and they
a car. Thank goodness they were able to stop. In
were my first and only pair of heels. I felt so
all actuality, I rode home about half the time; the
proud and had that look-at-me attitude when I
other half I would tell my parput them on. There was one
ents that I rode home, but in
problem: when I walked I
fact I walked the bike home.
kind of “sloshed” my feet
After that I stopped
along the ground. I kept
Learning to drive was a chalthinking to myself, “Is it
lenge
for me. I could drive on
listening to a lot
because this is my first pair of
the city streets, but the fast
of people and
heels and I am not used to
speeds and merging traffic on
walking in them?” But when
started doing things the interstate were difficult for
I got to the school, I saw that
me because of my depth permy own way.
some of the other girls were
ception and parallel parking
wearing heels and not having
was a nightmare. Still to this
a single problem walking.
day, I cannot parallel park. So
That started putting questions in my head; queswith the exception of parallel parking and intertions that would not be answered for another
state driving, the automatic transmission car was
couple of years.
conquered by me.
The next prominent memory that I have is of
However, driving a vehicle with a manual
the first, of many, doctors that I would see. He
transmission was something else. At the time my
was a chiropractor and general back doctor. He
legs were very fatigued and not moving well.
had me lay on the table and started poking and
With a stick shift you have to move your feet in
prodding along my spine. He had me jump up
opposite directions, up and down, so you don’t
and down on one leg while keeping my balance.
kill the engine? Since I had limited feeling in my
After the examination, what stayed in my mind
feet and legs, it was a disaster. Then one day I just
were the words that he uttered, “Well, the way
stopped listening to the instructor, and decided
it is, you are going to be in a wheelchair by your
that if I was going to kill the engine, it was going
21st birthday.” That scared me so much that I
to be my way. So I steered with one hand, while
did not even tell my parents.
letting the other one rest on the stick shift.
Wouldn’t you know it? I did not kill the car once
I took driver’s education during one summer
that day; it was a smooth, whiplash free day.
in high school. That was a real treat for me. It
What I discovered was that I could feel the
was in the mornings so I could get a ride to the
vibrations through my hand on the stick shift 
school, but then I was on my own for getting

“

”
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telling me when things needed to be shifted,
engaged, or disengaged. After that, I stopped
listening to a lot of people and started doing
things my own way.
Finally it was graduation day! No more teachers stopping me in the hallway to see if I was
okay, no more carrying around heavy loads of
textbooks, no more bleachers for me to trip up
or down, no more trying out for activities and
then not making it because I couldn’t move like
everyone else.
“Emily Medina,” my name was called into the
microphone to receive my diploma. Up the stairs
I went – a little wobbly, but a wobble in my legs
was worth graduating and not having to come
back to school again. I put my hand out; the
diploma was in my hand! The other hand went
out for the handshake. No problem. I was home
free. Then I took a few steps forward, lost my
balance, and pretty much tripped on my own feet
across the stage. Everything stopped and I started
to cry. A couple of people hurried on stage to
help me off and into the back hallway. I just kept
crying, not because I was physically hurt but
because my pride was hurt and all those same
questions were still encircling in my mind.
Eventually, I did manage to have those questions answered, thanks to a neurologist and many
tests done at Iowa City. I learned that I have what
is called ataxia. I still do not know what type.
That’s another question for me to have answered. It is degenerative, but for now, I am on,
what the neurologist calls, a plateau. I am managing and coping with my symptoms. I know my
limitations, however I am fortunate to be able to
still work part-time as a teller at a local bank. I
still drive, though it’s an automatic now. I am
able to live alone, with my two cats, take therapeutic horseback riding lessons, volunteer at a
local non-profit agency a few hours a week, and
go to movies, local events, and theme parks.
I love to ride the roller coasters!
Some of the most difficult things I have to face
are:
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1. Finding an exercise group that will not turn
me away because of the ataxia.
2. Working with the Social Security system to
make sure that my work does not exceed the
maximum limit that is set, which is harder than
it sounds and very frustrating.
3. Living where I do with only one support
group up in northern Iowa, which is not good
for a person who can’t drive the interstate.
4. Having the added weight on my shoulders
of being pre-judged, intentionally or not, and
being looked at like an alien with green skin as I
walk around a store and having people trying to
tell me what I can do and cannot do.
I feel that having ataxia has taught me that
some people can be very shallow by not wanting
to be seen with you, to name calling, or making
you the target of jokes, even by those who you
were closest to. That is not true for my mom.
She is always being helpful, whether it’s helping
carry groceries into my apartment or taking me
to doctors’ appointments or being a “voice” for
me. Through all my trials and tribulations and
with everything that I have been through, I want
to tell people my story. For anyone who is going
through a similar situation, just know that you
❖
are not alone.
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: 518.626.6373
Fax: 518.626.6369
E-mail: Arnulf.Koeppen@med.va.gov
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Episodic Ataxia

I first became aware that something about me
was different around the age of five. I was lying
in bed not understanding what was happening to
me. I felt light-headed, uncoordinated with jerky
motions and I was having problems talking. I
remember my mother brushing the hair from my
face and my father holding my hand. They were
telling me to relax, that the strange feeling will
pass. I remember becoming very sleepy
and feeling safe knowing
that my parents were
there. I had no reason
to be afraid.
I grew up in a family
with four siblings who
are all affected with
varying degrees of severerity and frequency of
Episodic Ataxia (EA-1).
The ataxia was a “gift” we
inherited from my dad.
He was “gifted” it by his
mother and she inherited it from her father.
That’s as far back as we can trace it. I can’t
remember seeing my father have an episode.
He was embarrassed by the disease and would
lock himself in his bedroom to wait for the
“spell” to pass. Our condition was not discussed
outside of our immediate family. It was a taboo
subject, a defect.
It is hard to describe what occurs when I am
having a “spell.” I go through a series of emotions. I start out with a feeling of panic, “Oh no,
a spell!” Then I move on to fear, “Will it ever go
away?” Then acceptance, “It won’t last forever,
just ride it out.” Some spells start soft, a weak
feeling in my legs, traveling to my upper body.
Others start hard, feeling like a sharp jolt to the
back of my neck with my full body involved.
My speech becomes slurred, my head feels heavy,

my arms and legs have jerky motions. I am left
with a headache and fatigue. The spell may last
from just a few minutes to 30 minutes or longer.
Often, just as one spell subsides another starts.
The series of emotions also start up again. It can
be an emotional roller coaster.
I currently have a wonderful neurologist who is
helping me with this disease. That hasn’t always
been the case. During my childhood, my family
was told that we probably had epilepsy and were
prescribed medication for epilepsy. Then a
doctor who specializes in genetics told us that it
wasn’t epilepsy so we discontinued that course
of treatment. I have been prescribed many different drugs since then, but none had
any effect on the ataxia.
Presently I am tak“ Our
ing a medication
condit
that has provided
ion
some
relief from the
was n
ot
frequency of the spells.
discus
s
ed
Currently, there is a
outsid
e of ou
study of our family
r
immed
being conducted by
iate
UCLA Medical Center.
family
.”
They have found a
mutation (Ser342lle) in
the potassium channel
gene KCNA1. This causes the clinical syndrome
of EA-1.
I would have to say that having ataxia isn’t all
bad. There have been some funny and touching
moments surrounding it. I remember one
instance when my dad was sitting with me in a
park; I’m lying on a bench with my head in his
lap. He is comforting me, telling me funny
stories until I begin to feel better. Another time
my younger sister and I are shopping in a book
store. She has a spell and calls me over to hold her
up. I grab her arm and hold her close; she was 
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The Vision No One Sees!
By Harvey Nevis
This poem was submitted by George Matray of New Jersey in
memory of Harvey Nevis on the tenth anniversary of his death.
Mr. Matray said the following about Harvey, “As boys growing up together, Harvey was always stronger and faster leaving
me far behind in his dust but would wait for me to catch up.
Ataxia took him away leaving me behind again, but I will stop
and look for him. He remains my best friend, then, now and
forever.”

I close my eyes and see the light.
To life as I know it I bid goodnight.
As words unknown slip into sight,
I roam my vision without a fright.
The sidewalk’s once again my friend.
Each path then beckons me to its end.
Forbidden places melt away,
In a city once more safe to play.
She comes to me and asks me stay.
I reply, “I will never go away!”
in a section of the store with serious books
so together we “scooted” over to the humor
section. What a funny sight we were. We
laughed so hard. In some ways ataxia has brought
our family closer. We find some humor in it.
But, there have been embarrassing, humiliating
times also.
Living with ataxia has affected my relationships. In school I was teased because of the spells.
I had friends that were tolerant but they were few
and far between. Recently, I have found friendships on the National Ataxia Foundation website’s chat room. They are a fun bunch who
understand what I am going through. I have a
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Foundation
Rated 4 Stars
for Fourth
Straight Year
Charity Navigator, America’s
largest and leading charity
evaluator, recently announced
that the National Ataxia Foundation has earned its fourth
consecutive 4-star rating for
its ability to efficiently manage
and grow its finances.
Charity Navigator stated,
“Only 5% of the charities we’ve
rated have received at least
four consecutive 4-star evaluations, indicating that National
Ataxia Foundation outperforms
most charities in America in its
efforts to operate in the most
fiscally responsible way possible. This “exceptional” designation from Charity Navigator
differentiates National Ataxia
Foundation from its peers and
demonstrates to the public it
is worthy of their trust.”
The report is available on-line
at www.CharityNavigator.org.

loving husband who is tolerant of my spells and
does his best to make me feel better when I am
having them. Also, my siblings, who share this
disease, are available and are a great comfort.
I am always fearful of an ataxia spell occurring.
It rules how I live my life. I have missed out on
much because of it. I am not able to drive a car
and fear being alone in public. Even going to the
grocery store alone is a fearful adventure. Due to
the ataxia, I found it impossible to work outside
of the home.
My hope is that one day all ataxias will be
cured. With the help of the National Ataxia
Foundation it might even be in my lifetime. ❖
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Caregiver’s Corner
NAF has permission to reprint the following excerpts from the “The Comfort of Home” series.

Taking Care of Yourself
Good Friends Are Good for You
Good friends may help you live longer. In an
Australian study, people with large networks of
friends outlived those with the fewest friends by
22 percent. Good friends discourage unhealthy
behaviors such as smoking and heavy drinking,
and encourage us to take better care of ourselves.
Companionship may ward off depression and
boost self-esteem. And people with wide social
networks feel they have more control over their
lives.
Friends help us face troubles. They provide
assistance, emotional support, and help us deal
with stress. People with strong social support
have fewer cardiovascular and immune problems, and lower levels of cortisol—a stress
hormone. They feel more relaxed and at peace,
which is related to better health.
Other studies have shown that people with
fewer friends tend to die sooner after having a
heart attack than people with a strong social
network. Smaller social networks increase risk of
mortality. Having lots of friends may even
reduce your chances of catching a cold.

Preparing the Elderly
for a Natural Disaster
The latest natural disasters show that people
cannot rely on the government to take care of
them if disaster strikes. So it makes sense for seniors and people with disabilities to be prepared
to cope for several days on their own in case of
natural disaster.

Three Steps For Safety:
1. Know the specific risks your community
faces – hurricanes, tornadoes, earthquakes,
f looding, or freezes.

2. Get emergency supplies ready.
3. Make a plan for the special needs of each
older or disabled person.
In the event of evacuation, it’s a good idea to
have a grab and go bag to take along to a shelter
or other evacuation site. This should include at
least one change of clothes, several changes of
underwear, personal care items and a few days
worth of medications. To store up a few days of
extra meds, fill prescriptions a couple days early
so you accumulate a little extra over time. Be
prepared to persuade someone who’s unwilling
to depart.
❖

Three Dollars
By Annette Barry
Her hope lay on the desk with the others,
Checks for $50, $100, $200.
Hers with the telltale scrawled handwriting.
Imagine her a few days ago.
Head hung over the table,
Fingers and thumb grasping a pen,
Concentrating, concentrating,
Hand trembling, shaking, jerking.
The words barely legible.
But $3 recognizable.
$3 to find a cure.
$3 to end ataxia.

Winter 2007-08
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Exciting Discoveries Revealed at the
All California Ataxia Research Meeting
By Earl McLaughlin
The Sixth Annual All California Ataxia
Research Meeting (ACARM) was held Oct. 14
in Irvine, CA. The weekend started off with a
Get-Acquainted dinner held the night before.
The program began with Dr. Susan Perlman
from UCLA speaking about making a diagnosis
or treatment of ataxias and information about
how a Centers of Excellence will make diagnosis, treatment, and research more productive.
Following Dr. Perlman were speakers from
Scripps Research Institute discussing the exciting discoveries and research being done in
San Diego, including Dr. Elisabetta Soragni (a
recipient of a NAF Research Grant) speaking on
two approaches aimed at silencing the GAA
repeats and Dr. David Herman speaking about
recent drug discovery efforts of potential therapeutics and target identification for second
generation drugs.
Dr. Jessica Mosich, from St. Jude Medical
Center in Fullerton, presented her research findings on the biopsychosocial model of medicine,
which places emphasis on treating the whole
person from genes to community.
Other speakers covered daily and recreational
living activities, including a speaker from Casa
Colina to talk about their Centers of Excellence
and rehabilitation programs. Topics included
massage, physical therapy and outdoor recreation.
ACARM started in 2002 after a group of
support group leaders and ambassadors from
California met at the 2002 NAF Annual Membership Meeting in St. Louis to discuss a way to
give California NAF members, who could not
afford the time and cost to travel to the annual
meetings, the opportunity to hear the latest in
research from leading ataxia experts and to meet
other people and families with ataxia.

Attendees at ACARM

ACARM was modeled after similar meetings
held by the Louisiana and Chesapeake Chapters.
Its original concept was to produce a quality
program for people and families with ataxia in
California. Use of the word “research” is not
meant to be limited to finding a cure but includes
finding a way to make life better for all people
and families affected by ataxia.
The ACARM organizing committee members
were Earl McLaughlin, Daniel Navar, Sid
Luther, Adrienne Wong, Theresa Gonzales,
Vickie Braden, and Mike Fernandes.
❖

Shopping Supports
Foundation
Two great shopping websites support the
National Ataxia Foundation.
Use GoodSearch at www.goodsearch.com
for internet searches and to purchase items
from more than 100 stores such as Target,
Macy’s, The Gap, Best Buy, Wal-Mart and
more. Or use www.iGive.com to find hundreds of stores and brand names that you
trust, and each time you make a purchase
NAF receives a donation. Now you can shop
and help the Foundation at the same time!
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The Board of Directors of the National Ataxia Foundation
Cordially Invites You to the 2008 Annual Membership Meeting

“Blazing a Trail in Research”
Dates: March 28-30, 2008

Location: The Flamingo Las Vegas
3555 Las Vegas Boulevard South
Las Vegas, NV 89109
(888) 902-9929 or (702) 733-3111

Advance Registration Fee for NAF members or Spouse/Caregiver:
A low registration fee of $55 per person gains you complete access to all Break Out and
General Sessions, as well as participation in teen sessions, exhibits, breaks, the Friday Night
Western-themed Reception, and the Saturday Evening Banquet. Sign up early to get this low
advance rate!

Advance Registration Family Rate:
(This rate is applied to NAF members, their spouse/caregiver and children under 18 only!)
$55 per person with a maximum fee of $220.

Non-Member Advance Rates:
If you are not a current paid member of NAF, the advance registration rate is $110 per person
with a $440 maximum for families.

Late Registration or Registration at the Door (NOT RECOMMENDED):
The fee for registrations postmarked after February15, 2008 is $80 per person for NAF Members
($320 maximum for families) and $135 for non-members ($540 for families).
PLEASE NOTE: The Registration Fees DO NOT include
hotel or transportation fees.

Instructions for Registration:
1. Complete the enclosed registration form and mail, with your payment, to NAF office. Please
fill out the form completely. The requested information is necessary to complete preparations for the meeting.
2. Registration Fees. If you plan to attend either just the conference or just the banquet, the full
per person fee will still be charged. If you are bringing your children to the meeting, the
following fees will be charged: children two years and under are free; children three years and
over will be charged the full meeting fee.
3. Childcare services will not be provided by NAF or its local volunteers
4. Complete and return both pages of the Registration form by February 15, 2008. Please fill out
the name portion of the registration exactly as you would like it to appear on your name badge.

Registration Deadline is February 15, 2008

Please complete both pages of this registration form and return to the following address:
National Ataxia Foundation, 2600 Fernbrook Lane, Suite 119, Minneapolis, MN 55447-4752
(763) 553-0020 Fax: (763) 553-0167 E-mail: naf @ataxia.org
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2008 NAF Annual Membership Meeting Agenda
Please Note: Due to circumstances beyond our control, this meeting agenda is subject to change.

WEDNESDAY, March 26

Event

Location

Time

Location

Time

Location

Time

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

THURSDAY, March 27

Event

NAF Registration ...................................... Reno 1 ........................................................................ 8:00 a.m. - 9:00 p.m.
Leadership Meeting .................................. Carson City 1 & 2 ....................................................... 1:00 - 5:00 p.m.
Early Teen Outing ..................................... Tournamnet of Kings ................................................... 5:30 - 8:30 p.m.
Internet Group .......................................... Carson City 1 .............................................................. 7:00 - 9:00 p.m.

FRIDAY, March 28

Event

NAF Registration ...................................... Reno 1 ........................................................................ 7:30 a.m. - 5:00 p.m.
Breakout Sessions ................................... Various Meeting Rooms ............................................. 8:30 a.m. - 12:30 p.m.
Lunch ........................................................ On Your Own .............................................................. 12:30 p.m.
Birds of a Feather (see below) ................. Various Meeting Rooms ............................................. 2:00 - 5:00 p.m.
Reception ................................................. Scenic & Twilight Ballroom ......................................... 7:00 p.m.

BREAKOUT SESSION SCHEDULE

Time

Laughlin 3

Virgina City 1

Virginia City 2

Virginia City 3

Carson City 1

Carson City 2

8:30 a.m.

Emotional
Impact of Ataxia

Financial
Planning

Wheelchair
Yoga

Selecting a PCA

Speech &
Swallowing

Dancing with
Ataxia

9:30 a.m.

Social Security
and Medicare

Accessible
Travel

Living with
Ataxia

Genetics &
Gentics Testing

Adaptive
Sports

10:30 a.m.

Emotional
Impact of Ataxia

Financial
Planning

Selecting a PCA

Speech &
Swallowing

Dancing with
Ataxia

11:30 a.m.

Social Security
and Medicare

Accessible
Travel

Living with
Ataxia

Genetics &
Gentics Testing

Adaptive
Sports

BIRDS OF A FEATHER — 2:00 - 5:00 p.m.

Patient Care
Techniques for
Caregivers
Wheelchair
Yoga

Patient Care
Techniques for
Caregivers

Birds of a Feather Informal Groups will meet from 2:00 - 5:00 p.m. in scattered areas throughout the Scenic and Twilight
Ballroom and other meeting rooms. Please check the hall signs for your specific group’s location.
PARENTS BIRDS OF A FEATHER — 2:00 - 5:00 p.m. in the Carson City 2 Room

This Birds of a Feather group time will be used to listen and share experiences. This will be a powerful time for each of us.
The session will begin with identifying some expectations of the group members and addressing their issues/concerns.
CAREGIVERS AND SPOUSES BIRDS OF A FEATHER — 2:00 - 5:00 p.m. in the Carson City 1 Room

This Birds of a Feather will be attended by caregivers to share with other caregivers their experiences and concerns in this
most appreciated role.
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2008 NAF Annual Membership Meeting Agenda
Please Note: Due to circumstances beyond our control, this meeting agenda is subject to change.

SATURDAY, March 29

Event

Location

Time

NAF Registration ...................................... Reno 1 ........................................................................ 7:30 a.m. - 5:00 p.m.
General Sessions ..................................... Scenic & Twilight Ballroom ......................................... 8:30 a.m. - 12:30 p.m.
Lunch ........................................................ On Your Own .............................................................. 12:30 p.m.
General Sessions ..................................... Scenic & Twilight Ballroom ......................................... 2:00 - 5:00 p.m.
Silent Auction ............................................ Laughlin 2 ................................................................... 3:30 - 7:30 p.m.
Catholic Service ........................................ Laughlin 1 ................................................................... 6:00 - 6:45 p.m.
Non-denominational Service .................... Laughlin 3 ................................................................... 6:00 - 6:45 p.m.
NAF Banquet ............................................ Scenic & Twilight Ballroom ......................................... 7:00 p.m.

Saturday General Sessions

Time
Speaker
Topic
8:30 a.m. ............ Arnie Gruetzmacher ................................ Welcome and Opening Remarks
9:00 a.m. ............ Laura Ranum, PhD ................................. Ataxia 101
9:30 a.m. ............ Huda Zoghbi, MD .................................... Translational Studies in Spinocerebellar Ataxia
10:00 a.m. .......... Harry Orr, PhD ......................................... Ataxia Research Review
10:30 a.m. .......... Break
11:00 a.m. ........... Christopher Gomez, MD, PhD ................ TBA
11:30 a.m. ........... George Wilmot, MD, PhD ....................... Ataxia Patient Registries
12:00 noon .......... Q&A Panel
12:30 p.m. ........... Lunch
2:00 p.m. ............ Nicholas Wood, PhD, FRCP, FMedSci ... SCA 11
2:30 p.m. ............. Sid Gilman, MD ........................................ Sporadic Ataxia
3:00 p.m. ............. Jeremy Schmahmann, MD ..................... Neuropsychology
3:30 p.m. ............. Helene Puccio, MD, PhD ........................ What Can We Learn from Animal Models for Friedreich’s Ataxia
4:00 p.m. ............. TBA........................................................... TBA
4:30 p.m. ............. Q&A Panel

SUNDAY, March 30

Event

Location

Time

NAF Registration ...................................... Reno 1 ........................................................................ 7:30 - 11:00 a.m.
Business Meeting ..................................... Scenic & Twilight Ballroom ......................................... 8:00 - 8:30 a.m.
General Sessions ..................................... Scenic & Twilight Ballroom ......................................... 8:30 a.m. - 1:00 p.m.

Sunday General Sessions

Time
Speaker
Topic
8:30 a.m. ............. Susan Perlman, MD ................................. FRDA Clinical Trials
9:00 a.m. ............ Arnulf Koeppen, MD ................................. Brain Tissue Repair in Hereditary Ataxia
9:30 a.m. ............ Henry Paulson, MD, PhD ........................ RNAi Research
10:00 a.m. .......... Break
10:30 a.m. .......... Armin Alaedini, PhD ................................ The Immune Response in the Ataxia
Associated with Gluten Sensitivity

11:00 a.m. ........... TBA .......................................................... TBA
11:30 a.m. ........... John Day, MD, PhD ................................. Review
12:00 noon .......... Q&A Panel
12:30 p.m. ........... Arnie Gruetzmacher ................................ Closing Remarks
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2008 NAF Annual Membership Meeting Registration
1. Name: _______________________________
Address: ______________________________
City/ State/ Zip: _________________________
Country: ______________________________
Phone: _______________________________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (21+) ❒ Teen (13-20) ❒ Child (0 -12)

3. Name: _______________________________
Address: ______________________________
City/ State/ Zip: _________________________
Country: ______________________________
Phone: _______________________________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (21+) ❒ Teen (13-20) ❒ Child (0 -12)

5. Name: _______________________________
Address: ______________________________
City/ State/ Zip: _________________________
Country: ______________________________
Phone: _______________________________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (21+) ❒ Teen (13-20) ❒ Child (0 -12)

2. Name: _______________________________
Address: ______________________________
City/ State/ Zip: _________________________
Country: ______________________________
Phone: _______________________________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (21+) ❒ Teen (13-20) ❒ Child (0 -12)

4. Name: _______________________________
Address: ______________________________
City/ State/ Zip: _________________________
Country: ______________________________
Phone: _______________________________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (21+) ❒ Teen (13-20) ❒ Child (0 -12)
Assist Dog ______________________________

Assist Dog ______________________________

TRAVEL INFORMATION
Flying? ❒ Yes ❒ No If no, how will you be traveling (i.e., driving, bus)? __________________________
Air Carrier: _______________________________ Flight Number: _____________________________
Arrival Date/Time:__________________________ Hotel Check-in Date: _________________________
Departure Date/Time: _______________________ Hotel Check-out Date:________________________
For parking arrangements at the hotel we need to know if you will be driving a van with a lift: ❒ Yes ❒ No
Please complete the following table for each person:
1. Is this your first NAF Annual Meeting?

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

Y or N

#1

#2

#3

#4

Y or N

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

4. Will you be using a Scooter (S), Manual Wheelchair (M),
Electric Wheelchair (E), or a Walker (W)?
Blank, S, M, E or W
5. Will you be participating in the Teen Program?

Y or N

By attending the 2008 NAF Annual Membership Meeting you give your consent, unless you notify us otherwise, to use your
image captured during the conference through video, photographs, or digital imagery, to be used by the National Ataxia
Foundation in promotional materials, publications, and web site and waive any and all rights to these images.

#5
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2008 NAF Annual Membership Meeting Registration
Payment Information for NAF MEMBERS

Registration Fee for INDIVIDUAL Members and Spouse/Caregiver
FAMILY RATE (Applies to NAF members who have a
Household, Patron, or Lifetime Membership. This
includes members, their spouses and children under
18 only!) Maximum: $220

Amount
$55 ea.

$80 ea.

Registration Fee for Non-NAF Members

$110 ea.

Payment Information for NON-NAF MEMBERS

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

Total

Quantity

Total

Quantity

Total

$55 ea.
or maximum
$220

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

FAMILY RATE for Non-NAF Members (Maximum family
rate for individuals, their spouses and children under
18 who are not members of NAF) Maximum: $440

Quantity

Amount

$110 ea.
or maximum
$440
$135 ea.

Teen Early Arrival Outing Thursday Evening
*Free for TEENS 13-20 ONLY!

Take advantage of the MEMBER RATE and JOIN TODAY!

Yes, I would like to be a member of NAF! Please add an ADDITIONAL
❒ $25+ (Annual Individual)
❒ $45+ (Annual Household)
❒ $100+ (Annual Patron)
❒ $500 (Lifetime)

Free*

You may register for the meeting as a member if you sign up today!

Yes, I’d like to help others attend an annual meeting in the future!
Here is my sponsorship contribution!
❒ $55 (Offset of Registration) ❒ $250 (Travel Grant)
❒ Other: _____________ (Any amount is helpful!)
TOTAL CHARGES:

PAYMENT INFORMATION: ❒ Visa ❒ MasterCard ❒ Check enclosed

Name of Card Holder: ___________________________________________________________________________

Address: _____________________________________________________________________________________

City:__________________________________ State: __________ Zip: ____________ Country: _______________
Phone Number: ____________________________________ Signature of Card Holder: ______________________

Credit Card Number: ________________________________________ Expiration Date: ______________________

Registration Deadline is February 15, 2008

Please complete both pages of this registration form and return to the following address:
National Ataxia Foundation, 2600 Fernbrook Lane, Suite 119, Minneapolis, MN 55447-4752
(763) 553-0020 Fax: (763) 553-0167 E-mail: naf @ataxia.org
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THE NATIONAL ATAXIA FOUNDATION

51st Annual Membership Meeting

“Blazing a Trail in Research”
Question and Answer
Do you have a medical question that you would like answered?
We understand that not all of our members are able to attend the upcoming annual
meeting in Las Vegas. We believe it is important, however, that you are still able to have
your questions answered. If you would like to submit a medical-related question, please fill
out the form below, as clearly as possible and send it to us at the address below.
Questions and Answers may be published in Generations.
DISCLAIMER: No information identifying you or the person mentioned on this form will be made public.

Your Name (Optional): ______________________________________________________________
E-Mail (Optional): __________________________________________________________________
Type of Ataxia (if known): ____________________________________________________________
Question(s): _______________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
PLEASE RETURN THIS FORM TO:
Becky Kowalkowski, Patient Services Director
National Ataxia Foundation, 2600 Fernbrook Lane, Suite 119, Plymouth, MN 55447
or e-mail the above information to becky@ataxia.org
Deadline: February 15, 2008
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One Word that
Changed My Life Forever
By Linda Flood, Alan’s mom
“What is ataxia?” I asked myself. I had never
heard of that word. The doctor told me it means
lack of coordination. Is this lack of coordination
temporary or permanent? What caused this sudden lack of coordination?
These questions were racing through my head
when the pediatric neurologist told me that
Alan, my seven-year old son, has ataxia. My son’s
coordination had never been an issue. He was
very athletic. He participated in tennis, swim
team, soccer and basketball ever since he was four
years old. The doctor said that ataxia is a symptom not a diagnosis. In order to obtain a
diagnosis my son would need to undergo lab tests
to identify his type of ataxia. The lab results
indicated that my son has spinocerebellar ataxia
type-7(SCA7).
Some of my questions were answered with this
diagnosis. His lack of coordination is permanent
and it will get worse. He can no longer run, ride
a bike by himself, or walk without assistance. His
declining vision is consistent with individuals
who have SCA7. He has optic atrophy in each
eye. The cause of the SCA7 is hereditary.
Unfortunately, because SCA7 and other ataxias

Going Once,
Going Twice, Sold!
Let’s make the 2008 National Ataxia
Foundation Annual Membership Meeting’s
Silent Auction the biggest yet!
The silent auction begins Saturday afternoon and ends at 7:30 p.m. Proceeds from
the silent auction benefit those with ataxia
and their families, so get your items ready
to go to Vegas!

Linda Flood with her son Alan.

are rare, there is a limited amount of information
available to people with ataxia. There is no known
cure to date for the various types of ataxias.
With this rare disease, people confront many
life challenges such as their degree of independence, their lack of coordination which makes it
difficult for mobility, their visual impairment
and sometimes auditory impairment. Their
speech becomes slurred due to the inability to
control their tongue muscles. Some individuals
suffer from depression. They must hope that
there is a network of doctors who are familiar
with the disease so they are not misdiagnosed.
They hope for a good quality of life even if a cure
is not found during their lifetime. People with
ataxia may contact the National Institutes of
Health Office of Rare Diseases for information
on a clinical trial for which they might qualify.
I did not know what ataxia was two years ago.
I know now and I am a different person because
of this new found knowledge. I can honestly say
that I enjoy each day with both of my sons.
Neither I nor the doctors know how quickly
Alan’s disease will progress. I do hope that a cure
will be found during his lifetime. This would be
a miracle...I believe in miracles.
❖

Winter 2007-08

Generations

Page 33

Second NAF Ataxia Investigators
Meeting Draws Top Researchers
By Becky Kowalkowski, Patient Services Director
The National Ataxia Foundation is pleased to
announce that the Second NAF Ataxia Investigators Meeting (AIM) will be held prior to the
NAF Annual Membership Meeting in Las Vegas,
Nevada on Mar. 25-28, 2008. Leading ataxia
investigators from around the world will gather
to discuss the many aspects of ataxia from both
clinical and scientific perspectives. There will be
cutting edge discussions and presentations on
research, drug trials, registries, and much more.
The first AIM, held in Florida prior to the
2005 NAF Annual Membership Meeting,

included 62 of the top ataxia investigators. The
second AIM anticipates that there will be more
than 125 world-leading ataxia scientists and clinicians in attendance. The primary focus of
the AIM meeting is to have researchers share
information on current ataxia research efforts,
encourage cooperation and collaboration, and to
help accelerate world-wide ataxia research.
Travel grants are available for young ataxia
investigators and graduate students so they may
also have an opportunity to participate in this
important meeting.
❖

NAF Raises Awareness at American
Society of Human Genetics Meeting
By Becky Kowalkowski, Patient Services Director
The American Society of Human Genetics
Meeting was held Oct. 23-25 in beautiful San
Diego. It was a bit “smoky,” due to the fires
which occurred in southern California at the
same time as the meeting, but beautiful nonethe-less.
This medical meeting hosts approximately
5,000 genetic counselors, researchers and scientists who come together to share their expertise
with one another. NAF had an information
booth and gave out many fact sheets, research
grant information packets, and genetic booklets.
It is always nice to go to these meetings and
network with medical professionals and other
non-profit organizations. Many of the other
exhibitors would come over and ask the infamous question: “What is ataxia anyway?” It is a
great opportunity to bring awareness about
ataxia.

I would like to thank Terri Powell, who
volunteered for two days at the conference. It is
volunteers like Terri who truly make a difference
in informing the medical and general communi❖
ties about ataxia.

Terri Powell staffing the booth at the American
Society of Human Genetics Meeting.
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IAAD Celebrations
The eighth Annual International Ataxia Awareness Day was held on September 25. Many ataxia
support groups from around the nation held special events to recognize the occasion.
Alabama Ambassador Celebrates IAAD
Dianne Williamson, Alabama Ambassador,
donated a one-day sponsorship on behalf of
NAF to the North Alabama public radio station
WLRH. Multiple times throughout the day on
Sept. 25, the station mentioned IAAD and NAF
in its broadcasts.
Louisiana Chapter
Carla Hagler, President of the Louisiana chapter of the National Ataxia Foundation had the
following printed in the Sept. 13, 2007 issue of
The Times Picayune Slidell Edition: Ataxia is an
often fatal degenerative neurological disorder
that affects balance, coordination and speech. As
the disease progresses, it also can impact the
heart, sight and hearing. There is no treatment or
cure. International Ataxia Awareness Day is
Sept. 25. Call Hagler at (985) 643-0783 or visit
www.ataxia.org for details. Carla also received a
proclamation from the Slidell council, proclaiming Sept. 25 as “Ataxia Awareness Day.”
NAF’s First Walk n’ Roll for Ataxia
Was a Huge Success
By Earl McLaughlin
The San Diego Ataxia Support Group held the
First Annual Charley McLaughlin Walk n’ Roll
for Ataxia on the bay front in beautiful downtown San Diego. The event culminated nearly a
week of celebrations to commemorate International Ataxia Awareness Day.
Nearly 300 walkers and rollers helped raise
awareness of ataxia and funds for ataxia research.
Their efforts surpassed all dreams by raising
$20,000!
Walk n’ Roll was named in memory of
Charley McLaughlin, who passed away from

complications of Friedreich’s ataxia earlier this year.
Walk n’ Roll was the vision of a few local
people about two years ago, and a Planning
Committee was formed in February. Planning
Committee members were Earl McLaughlin,
Ann Foster, Pat Ward, Jane Jaffe, Joan Hay,
Lisa Jaffe, June Wood, Harold Ward, Larry
Jaffe, Walter Wallenborn, Roger Wood, Alex
Armenta and Mike Slavin.
Sponsors of Walk n’ Roll were Sempra
Energy’s Energy for Others, Unified Port of
San Diego, The Fish Market, Superior Water, Tshirts Mart, Southwestern REACT, ColemanJohnson Financial Advisors, Century 21 Award,
WalMart, Cookies by Design, Rosie’s Rentals,
Sing-A-Long Tunes, Massage for Health,
Viejas, and The Nicholas Woods Friedreich’s
Ataxia Foundation.
A 13-minute video of the Walk n’ Roll can be
seen on the NAF web site at www.ataxia.org.
A presentation on how to organize a Walk n’
Roll will be made at the leadership meeting at
NAF’s Annual Membership Meeting in Las
Vegas in March 2008.
The Second Annual Charley McLaughlin 

Jane Wood and Mary Roth carrying the banner
across the finish line at Walk n’ Roll.

Winter 2007-08

Page 35

Generations

Walk n’ Roll for Ataxia will be held Saturday,
Sept. 27, 2008.
Seattle Area Ataxia Support Group
Celebrates International Ataxia
Awareness Day for First Time
By Milly Lewendon, Support Group Leader
I had received an e-mail from Kyle Bryant,
from California, who was going to be in the
Seattle area. He wanted to know what the Seattle Area Ataxia Support group would be doing
for IAAD. As we are a pretty unstructured support group, we quickly organized a lunch social
at the Olive Garden restaurant in Kirkland.
Being short on time an e-mail invitation was
generated. I enjoyed meeting Kyle in Memphis at
the NAF Annual Membership Meeting and was
so pleased at the opportunity for our group to
have a quality meeting with him and brainstorm
on fund raising ideas. We also had the
opportunity to share information about ataxia
with the staff of the Olive Garden restaurant.

of its sales to diners who presented a f lier distributed by support group members. The second
location was added for the first time this year.
The fundraiser started off nearly a week of
celebrations of IAAD by the San Diego Ataxia
Support Group which ended with The Charley
McLaughlin Walk n’ Roll for Ataxia. (See article
on previous page.)

Ann Foster and Earl McLaughlin at Pat &
Oscar’s Restaurant in Mission Valley, CA.

Village of North Syracuse, New York
By Mary Jane Damiano

Cork Hardinge, Milly Lewendon, Tony
Lewendon, Tom Hitt, Trin Falk, Amy
Koepnick, Kyle Bryant and Sam Bridgmen.
Seattle Area Ataxia Support Group members.

San Diego Ataxia Support Group
By Earl McLaughlin
The San Diego Ataxia Support Group held a
fundraiser for the third year in a row to celebrate
International Ataxia Awareness Day. Over $780
was raised that day, plus other donations were
sent directly to the NAF. The fundraiser was
held at two local restaurants which donated 20%

I have served as Coordinator of International
Ataxia Awareness Day for the Village of North
Syracuse since 2000. The awareness of ataxia was
greater than ever this year. The Central New
York Ataxia Support Group and the Muscular
Dystrophy Association participated in the event.
Members of the support group distributed
IAAD bookmarks and posters at their local
libraries. John Heindorf, Mayor of the Village of
North Syracuse, conducted our IAAD Ceremony on Sept. 22 at the North Syracuse
Community Center. Mayor Heindorf presented
an IAAD proclamation from the Village of
North Syracuse. County Legislator Kathleen
Rapp presented a joint IAAD proclamation from
the County of Onondaga and the City of
Syracuse. New York State Assemblyman Albert
Stirpe presented an IAAD proclamation from the
Continued on page 36
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IAAD Celebrations
Continued from page 35
State of New York. Assemblyman Stirpe spoke
about the ways his office helps the disabled community. Diane Browning, Deputy Mayor of the
Village of North Syracuse, conducted a candle
ceremony representing hope and unity. I paid
tribute to my fellow ataxians and their caregivers.
The politicians distributed carnations to the
honored guests. Refreshments were served.
Service Dog CWC Emma and I appeared on the
MDA Labor Day Telethon to increase the
awareness of Friedreich’s ataxia. On IAAD,
Linda Johnson, Service Dog CWC Emma and I
appeared on George Kilpatrick’s TV program to
increase the awareness of ataxia and the Central
New York Ataxia Support Group.
Greater Atlanta Area Support Group
By Dave Zilles
The Greater Atlanta Area Support Group had
a great International Ataxia Awareness Day
event. It started with Governor Perdue signing
a proclamation naming Sept. 25 as Ataxia
Awareness Day. Several of the members of our
support group were able to make it to the
Capitol for the signing in the Governor’s office.
This was the sixth year we have had the Proclamation signing.
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IAAD T-Shirt Fundraiser
and Awareness Raiser
By Linda Flood (See Linda’s story on page 32)
The information I’ve learned since my son was
diagnosed with ataxia made me to want to raise
awareness and money for research. So, I decided
to design an International Ataxia Awareness Day
T-shirt to sell as a fundraiser. The shirt company
owners of High-Five Sportswear gave me a great
price on the shirts so that a maximum profit
could be made for donations. Within a twoweek period, 217 shirts were sold and approximately $4,000 was raised for the National Ataxia
Foundation designated to SCA7 research.
Friends, family, co-workers and others supported this effort because they knew Alan. This
experience was emotionally challenging because
of the love and concern for him and the desire to
want to fix it. We realize there is no known cure
today but that does not stop us from hoping that
a cure will be found soon not only for SCA7 but
all the various types of ataxias.
❖

Nottingham Elementary Students (Spring
Branch ISD in Houston, TX)

Georgia Governor Perdue signs a Proclamation
for Ataxia Awareness Day with members of the
Greater Atlanta Ataxia Support Group.

If you participated in International Ataxia
Awareness Day and it was not mentioned in this
issue of Generations please let us know and it
will appear in the spring issue.
Send your stories and photographs to Sue
Hagen at NAF, 2600 Fernbrook Lane, Suite
119, Minneapolis, MN 55447 or send e-mail
to susan@ataxia.org by March 14, 2008.
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Seek A Miracle Ataxia Group
By George Chandu
Seek A Miracle Ataxia Group (SAMAG) is a
self-help group registered society in India. Our
objectives are to spread awareness about ataxia
and to work for the welfare of ataxia sufferers.
The IAAD SAMAG meeting in Secunderabad,
India on Sept. 25 passed well, as expected, creating awareness about ataxia in Indian society. The
meeting evoked a strong curiosity among the
people who participated to learn about the ataxias. The meeting generated much-needed enthusiasm among the medical fraternity, media
and most importantly among persons living
with ataxia and their family members. Finally,
everyone who attended became convinced and
accepted the fact that ataxia is not the end and
there is Life in Ataxia.
The IAAD program was simultaneously conducted in Indore City as well as the SAMAG
head office. As the meeting progressed, board
members of SAMAG shared their words about
Life in Ataxia and the chief guest for the meeting,
Dr. John Thomas, Neurology, clinical psychologist, conveyed his thoughts. The program was
hosted by Professor N. Padmarao. The program
ended with a small prayer. For more information
on the Seek A Miracle Ataxia Group, visit
www.samataxiagroup.org.
❖

Dr. John Thomas (left) speaking at the Seek
A Miracle Ataxia Group meeting hosted by
Professor N. Padmarao (right).
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National Ataxia
Foundation
Represented
at Important
Scientific Forum
By Earl McLaughlin
What do blueberries, spinach, the sleep
patterns of fruit flies, and ataxia have in
common? No, they are not topics for a new
reality based sitcom, although they would
make for an interesting combination. They
were some of the many items discussed
at the Society for Neuroscience Annual
Meeting held in November in San Diego
which had over 31,000 attendees from
around the world.
The San Diego Ataxia Support Group
staffed an exhibit booth for the NAF. They
handed out literature and educated those
who stopped at the booth.
Blueberries and spinach were being
touted as beneficial to the aging process.
Scientists want to know why fruit flies need
sleep, so they have engineered a tiny contraption that measures electrical charges
in its brain. And related to ataxia, there are
studies being done to inject engineered
cells to regenerate damaged nerves.
The SFN Annual Meeting is a forum for
the education of physicians, researchers,
teachers, and students in the art of neuroscience. In conjunction with this, many
companies and nonprofit organizations
have exhibit booths. This is an effective
way to educate neurologists about ataxia
and a great way to increase awareness.
Volunteers staffing the booth were Jane
and Larry Jaffe, Don Hawn, Alma Balderas,
Carrie McDonald, Jim Rabiola, Ruth Stamler, and Earl McLaughlin.
Perhaps spinach won’t cure neurological
disorders, but then again Popeye didn’t
have ataxia.
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“For someone with ataxia the world changes.”
During the 1980’s, stories and articles by John B. Gallant, Jr.
were published in Generations. He died in 1988 and his daughter, the next generation, Tracey Gallant Balis is continuing in
his footsteps by writing of the challenges of living with ataxia.
This is an edited version of an article written by John Gallant
for the May 1983 issue of Generations followed by Tracey’s
story.

My Kids, My Ataxia

John Gallant with his
daughter Tracey

Norwood, MA
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My Kids, My Ataxia
By Tracey Gallant Balis, Dedham, MA
This article is dedicated to my father, the late John B. Gallant Jr.
I am a third-generation ataxia patient. However our family’s ataxia may go back even further; I will never know because my grandmother
was adopted and so we have no way to trace how
far back ataxia developed in our family.
I grew up watching my grandmother struggle
with ataxia although I was much too little to
understand what was happening to her. I now
fully understand that. Then as I grew a little
more, I began to notice things happening to my
Dad. As a child it was hard to comprehend, but
he did everything he could
to help me and my two
brothers understand. He
talked, listened and explained as much as he could
to each of us.
Now it is I who continues
his legacy, for my three
children never got to know
their grandfather, my
father, as he passed from
ataxia before they were
Tracey Gallant Balis
born.
I, as well as my oldest brother John, have been
diagnosed with what we now know to be SCA2.
I, just like my mom and dad, have three children.
My oldest son, Tommy, 17, is graduating high
school this year and will be going to college to
study pre-med. My beautiful daughter, Kristen,
at 14 years of age is so full of excitement and love.
My youngest son, Kyle, who is eight years of age,
picks me up and always makes me smile. These
are the children in my story “My Kids, My
Ataxia” just as my father wrote about me and my
siblings in his article titled the same. I now know
and feel that same guilt he spoke about and yes,
it is hard to deal with.
The way that I have handled telling my

children is with honesty and love. My approach
was to let them know first and foremost what
ataxia means. I introduced literature for them to
read as well, but with gentleness in their own
time. I did not overwhelm them or constantly
force the subject upon them. I answered as many
questions as I could honestly. There is no way to
“sugar coat” this challenging disease, but I often
remember how my dad answered my questions.
At times I feel his presence guiding me with my
children.
They all take in what they
can for now. My dad talked
about the possibility that
there would be a cure by
the time any of his children
might have to live with
ataxia. Now my hope is the
same as his was: that there
be a cure for my children.
It is hard to imagine that
it has been over 16 years
since my dad lived with
ataxia, but it has. Unfortunately we still have no cure, still nothing to
prevent this disease. We have identified and
named some of the ataxias, but we have a long
way to go.
I am quite sure many of you experience the
same thing as I. We are often looked at, not
understood and then asked, “What is wrong
with you?“ It is simply the same answer each
time. We say we have ataxia and they say, “What
is that?” So we go through the explanation, but
we always wonder if they understand. This is a
fire that burns inside of me: how there are so
many of us aff licted with this disease and yet so
Continued on page 40
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My Kids, My Ataxia
Continued from page 39
many who have never heard about it.
This is where awareness plays its part. I wear
my Ataxia Awareness bracelet faithfully everyday in the hopes of spreading awareness of this
debilitating disease. I wear my ataxia sweatshirt
with pride. Though these things may seem
small, spreading awareness in any way is key for
this disease. For with every person we educate
about ataxia it is a giant step for “the bigger
picture.”
Yes, we all struggle with those little things so
many others take for granted, but it is such a
wonderful feeling to speak about ataxia and make
others aware. My hope is that each of us could
make just one person aware of this disease. I feel
it not only helps our souls, but the souls we may
have passed this disease onto. So maybe when

Winter 2007-08

the time comes in their lives when they are
asked, “What is wrong with you?” they will
say, “I have ataxia.” And the other person will
understand and there will be no need for an
explanation.
So I end this hoping that we all, as people
affected by ataxia, take away from this article the
understanding that “Awareness is Key.” A key
that could possibly unlock those doors we all so
desperately want and need opened.
Footnote to Tracey’s story: After submitting her
article, Tracey learned that her stepson, John J. Balis,
who serves in the U. S. Army stationed in Germany
having spent time in Iraq, donated $300 to the
National Ataxia Foundation. Tracey is so proud of
her stepson and stated, “Even out of the United
States he is doing his part to help raise awareness and
now some of his Army buddies will be making
donations to NAF as well.”
❖

$20,000 Raised for SCA7 Research
On Sept. 21 the Jordan C. Hubbard Foundation (JCHF) made a special donation to the
National Ataxia Foundation. Through a partnership with NAF, the JCHF was proud to
present a check in the amount of $20,000. This
was the highlight of an evening that showcased
local jazz saxophonist, Tom Braxton. As the annual fundraiser for the JCHF, the jazz concert
provided a special night for all in attendance.
The mission of the JCHF (www.4jordan.org) is
to promote ataxia awareness, fund research for
spinocerebellar ataxia and help offset the cost of
durable medical equipment for children with
movement disorders. The foundation was established in 2002 following the death of Jordan C.
Hubbard. Through the generous supporters of
the JCHF the donation to NAF will target
research in SCA 7, the type of ataxia that claimed
the life of Jordan.
We look forward to continuing to support
NAF in its efforts to find a cure for ataxia.
❖

DeNiece Roach, NAF President, accepts on
behalf of NAF a $20,000 donation presented
by Sherri and Jason Hubbard from the JCHF.

CFC Number
The National Ataxia Foundation’s Combined
Federal Campaign (CFC) number is 10752. This
program provides a convenient way to donate to
the Foundation and provides great benefit to
those with ataxia.
Please give as generously as you can and
please ask your co-workers to also give to the
National Ataxia Foundation.
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NAF Merchandise
BOOKS

VIDEO / CD

Ten Years to Live by Henry Schut
The story of the Schut family’s struggle with hereditary ataxia and the impact it had on this extended
family. Paperback, photos. $8.75
Living with Ataxia by Martha Nance, MD
A compassionate, easy to understand explanation
and ideas on how to live with ataxia. Paperback.
$14
Healing Wounded Doctor-Patient Relationships

Ballads of a Family Man CD
A CD containing 10 songs in memory of Billa
Ballard. $5 of the purchase price goes to support
the work of the NAF. $13
“Together there is Understanding” VHS or DVD
Continuation and expansion of “Together There is
Hope.” 50-minute in-depth look at ataxia and ataxia
research. VHS $20 or DVD $25

by Linda Hanner and contributor John J. Witek, MD

Offers demonstrations of how effective dialog can
help move patients and doctors to productive
relationships. Paperback. $10
Friedreich’s Ataxia Research Cookbook
Julie Karjalahti of Savage, Minnesota has published
this cookbook to raise money for F A research.
Includes recipes from around the U.S. $12
Recipes and Recollections
by Kathryn Hoefer Smith

Full of delicious recipes and recollections, this book
is perfect for fund raisers. Proceeds go towards FA
research. Paperback. $10
Managing Speech & Swallowing Problems
by G.N. Rangamani, PdD, CCC-SLP

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

A guide for physicians treating ataxia
patients. Paperback. $5

SHIRTS / MISCELLANEOUS
2007 50th Anniversary Annual Meeting T-Shirt
Dark purple with “The Bridge to Hope” logo.
Sizes S, M, XXX-large. $10
NAF Polo Shirt
Royal blue w/ white embroidered NAF logo. $27.50
NAF Denim Shirt
Denim with white embroidered NAF logo. $27.50
“Ataxia is not a foreign cab” T-Shirt
White. New design. Sizes small to XXX-large. $10
“Ataxia is not a foreign cab” Sweatshirt
Ash colored. Sizes small to XXX-large. $20
NAF Baseball Caps
White with blue embroidered
NAF logo or blue with white
embroidered NAF logo. Velcro strap for sizing. $10
Window Cling or Bumper Sticker
$1 each or 6 for $5
NAF Ataxia Awareness Band
Blue. One size fits all. $2
NAF Ataxia Awareness Ribbon Magnet
Blue with white lettering/logo. $4

To order, call (763) 553-0020, or at www.ataxia.org or mail this completed form to
National Ataxia Foundation, 2600 Fernbrook Lane, Suite 119, Minneapolis, MN 55447
Each Total

NAME: ______________________________________

____________________________________________
____________________________________________
____________________________________________
____________________________________________

ADDRESS: ___________________________________

Description

Qty. Size

SUBTOTAL:
____________________________
Shipping:
(Add) $5.00
(Outside U.S. add additional $4) __________
ORDER TOTAL: ____________________________

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

CIRCLE ONE:

Visa

Mastercard

NAME ON CARD: _____________________________
CARD # _____________________________________
EXP DATE: ___________________________________

PLEASE ALLOW 4-6 WEEKS FOR DELIVERY

SIGNATURE: _________________________________
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Chicago Area Ataxia Support Group
By Craig Lisack
The November meeting of our support group
featured our annual silent auction/luncheon.
Here we get together for holiday fun and good
food, courtesy of the potluck style creations of
our members. The silent auction has always been
an enjoyable method of raising funds to cover
group expenses for the upcoming year.
Looking back on 2007, many exciting and
encouraging things occurred. Among them, was
our participation in the first annual University
of Chicago Ataxia clinic fundraiser. The event,
which featured an appearance by Dr. Christopher Gomez, also included a question and
answer session and an update on the status of
several important research projects. The group
continues to explore creative ways to raise funds
and awareness through such efforts as internet
marketing, booths at local festivals, contacting
various media outlets, and direct mail campaigns.
Please contact either the CAASG leadership or
the NAF directly if you would like more infor-
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mation or would like to become a part of these
efforts.
Our group has seen attendance per meeting
rise to an average of 25-30 people out of a
membership roster of over 50 ataxians. As
a result, we plan to form a “satellite” group
under the leadership of current ambassador
Christopher Marsh, which would provide
better access to the support group for residents of
Chicago proper. Please contact him for further
details. (Contact information for Chris is
provided under “Illinois” in the Ambassador
Listing on page 50 of this issue of Generations.)
Let me take this opportunity to wish all NAF
members, and their families and all who are
dealing with this condition a very Happy New
Year!
Denver Area Ataxia Support Group
By Tom Sathre
The Denver Area Ataxia Support Group met
on Sept. 8 at Swedish Hospital in Englewood.
Eleven people attended the meeting. We had a 

The Chicago Area Ataxia Support Group at their Sept. 16 meeting at the Good Samaritan Hospital.
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potluck meal. Practicing genetics counselor,
UPS, based in Atlanta, presented a check for
Katherine Howard, of UC’s Health Sciences
$2,000 to NAF for research and education. We
Center, addressed the group about the genetics
would like to thank Jerry King for his efforts on
of ataxia. Soft and hard copies of her presentathis project.
tion are available upon request. You may contact
Lynn Robinette, founder of Wishes 4 Me
me for a copy at tom_sathre@acm.org or (303)
Foundation announced that they had recently
794-6351.
purchased their second home for disabled adults.
The second half of our meeting was
devoted to a discussion on how to get
our attendance back up. One woman
suggested putting notices about our
support group in the offices of area
neurologists. She also suggested calling the people on our mailing list
shortly before each meeting. Another
attendee suggested getting local
media involved. There was no interest in reducing the frequency of our Greater Atlanta Ataxia Support Group
meetings.
This will mean by the end of the year this foundation will have provided housing for four of our
Greater Atlanta Area Support Group
members with Friedreich’s Ataxia.
By Dave Zilles
On Dec. 1 we will have our second annual
On Sept. 23 we held our annual IAAD Picnic
holiday party. Everyone brings a dish to share
at Lake Lanier and about 25 people attended to
and also a gift to play an exchange game. Last
celebrate and be together. We cooked hot dogs
year this was a great time and the food was great.
and hamburgers and everyone brought a side
We hope to see everyone in Las Vegas at the
dish and a dessert. Needless to say there was
Annual
Membership Meeting.
plenty of food and the day was beautiful. We also
had a few new members come.
On Nov. 3 we held our last meeting of the
year. At this meeting Dr. Chip Wilmot gave
everyone an update on the current ataxia trials
and introduced his new assistant, Cathy WoodSiverio. She replaces Sue Gronka, who moved
to Florida.
Greg Rook, Lynn Robinette and Dave Zilles
were re-elected to be the officers for 2008 and
we established our meeting plan for 2008.
The group agreed to enhance the existing
support group brochure to be available for
Dr. Wilmot and MDA to hand out to patients.
We have received six new members this year as
a result of this effort. We hope to expand this to
other neurologists as well.

Los Angeles Ataxia Support Group
By Sid Luther
The Los Angeles Support group met on Sept.
8 at the Westside Center for Independent Living in the city of Venice Beach. The group was
treated to a presentation by the Neurological and
Physical Abilitation (NAPA) INSTITUTE, a
center for neurological and physical “abilitation.” The center, located in Los Angeles, offers
a very intensive three-week program of weight
resistant therapies. Their representative, Bridget,
showed us a very impressive video detailing the
progress of one patient before, during and after
Continued on page 44
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Chapter and Support Group News
Continued from page 43
the program. The results were impressive.
NAPA also treated the group to a wonderful
assortment of refreshments and provided
complimentary T-shirts to the group. NAPA is
located on Wilshire Boulevard in Los Angeles
and can be reached at www.napainstitute.com.
President Sid Luther awarded NAPA with a
plaque in recognition of their effort.
The Los Angeles support group members also
attended the Sept. 29 “Walk n’ Roll” in San
Diego. It was a wonderful event on a beautiful
southern California day.
The next meeting of the Los Angeles group
will be Nov. 10, 2 p.m. at the same location. Dr.
Jen from UCLA will be our speaker in a much
requested second visit. Last year’s session got rave
reviews. For information, please contact Sid
Luther at harryluther@sbcglobal.net.
Maine Support Group
By David West
Support Group Leaders – Kelley Rollins and
Monique Godbout
The Maine Support Group had a successful
year in 2007. The group’s programs were interesting, informative and very well attended. Currently, we have approximately 30 members. The
Casco Bay YMCA in Freeport has been the site
for most of our functions. It is a great facility and
the YMCA staff has been wonderful to us.
Below are the programs that we had in 2007.
1) On Jan. 13, we had our kickoff luncheon in
Portland, Maine. We all met at a Portland restaurant and had a happy time visiting.
2) Our April meeting was cancelled due to
inclement weather.
3) The May 19 program was outstanding.
We had Judy Sweeney, PT of New England
Rehabilitation Hospital, demonstrate exercises
designed to help people with ataxia. Judy was
enthusiastic and had everybody in the group
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participating. It was beneficial information and
loads of fun.
4) On Aug. 11, we had our annual picnic that
was very well attended and enjoyed by all.
5) On Oct. 13, we had a meeting titled “Something for Everyone.” Members of our group
brought in tools, gadgets, procedures and items
that were valuable in assisting them in their
homes and/or daily living. The meeting was extremely lively and the ideas that individual members came up with were very helpful and
amazing. We are now in the process of getting
ready for our Jan. 12, 2008 kickoff luncheon.
On a personal note, June West has passed the
torch as our group leader. June has worked tirelessly for the group for many years. Her time and
effort in keeping our group together and arranging interesting programs has been a key reason
for our group’s success. All the members of the
Maine Support Group thank her for her contributions, dedication, leadership and friendship.
Northeast Florida Ataxia Support Group
By June McGrane
The Northeast Florida Ataxia Support Group
met on Jun. 30 at the Bridge Restaurant in Palm
Valley for lunch. We enjoyed good food, a lovely
view of the water, boats and great company.
We discussed our fall meeting and having our
group donate money to enable Tom Clause, the
“Dancing Doctor” who we met at the NAF Annual Membership Meeting (AMM) in Memphis,
to attend our meeting to speak and demonstrate
his techniques. We shared information on new
medicine and therapies as well.
Our group changed plans after being invited by
Kathi Geisler of the Spastic Paraplegia Foundation (SPF), a disease similar to ataxia in many
ways and sometimes diagnosed first as ataxia, to
meet with their group on Saturday Aug. 26 at the
Travelodge in Kissimmie, Florida. Six of our
members attended for the weekend as Tom
Clause was to be the guest speaker. We enjoyed 
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meeting the SPF members and seeing Tom
Clause again. We hope we may meet many of
these people at the NAF AMM in Las Vegas in
March, as they will be there at the same time for
their convention. Many members of our ataxia
support group are planning to be at this meeting.
I was in Colorado in September visiting my son
and family and had the pleasure of meeting
Donna and Tom Sathre, support group leaders
of the Denver Area Ataxia Support group and
sharing ideas with them. They are a delightful
couple and very dedicated.
On Sat. Nov. 3 our group will meet at “The
Rowe Restaurant” in the Riverdale Inn in
Riverside. We will have a speaker, Ann Leinenwever, from the Brooks Balance Center speaking on a new machine, the NeuroCom SMART
Balance Master, which some of our members are
using now. We will also share some information
about new physical therapies (aquatic, etc.) and
the medicines our group members are trying.
Tampa Bay Support Group
By Chris Frohna
Our next meeting will be Nov. 10 when we
will have our annual Thanksgiving dinner. Each
member brings part of the meal and we
enjoy both the food and the fellowship. This
month we will have a graduate student from
USF, Sarianna Lang, joining us. She is very interested in ataxia patients and attending a support
group meeting. We will also have a presentation
on Cerebellar Cognitive Dysfunction Disorder,
discussing the normal functioning of the cerebellum and the abnormal functions that cause
ataxia and how this all affects us as patients.
We are actively looking for new members! I
believe the Jacksonville group is still functioning,
but the Orlando group has lost their president
and I don’t believe they are having meetings
presently. So any Floridians looking for a support
group, we’re here for you in Tampa.
The first scheduled support group meeting
for 2008 will be on Jan. 12 and we will have

our annual picnic in March.
Nygel Lenz has announced that he most likely
will be moving out of state, but should remain
our president through the end of this year at least.
Twin Cities Area Support Group
By Lenore Healey Schultz
There were nine of us present. Two new
members came. We talked about the Abilities
Expo, which was Sept. 7-9. Our group staffed
the NAF booth. Talk of traveling and the Memphis NAF Annual Membership Meeting last
March was discussed. Lori Shogren, staff member from NAF, who is also our representative at
NAF for support group information, will spend
an hour with us at our October meeting, to tell
us what NAF does and provides. It will also be a
great opportunity for us to ask any specific questions about NAF. The next meeting falls on
Oct. 16 at 7 p.m. Same place, but just not as easy
to get to for those who have to cross the river. ❖

Stories Wanted
Generations is NAF’s quarterly newsletter
published to provide information that will
benefit those with any of the types of ataxia,
their caregivers and professionals involved
in treating or researching ataxia.
Personal stories written by those affected
by ataxia or their friends or family members
have been well received by our readers.
If you would like to share your story in
Generations, please e-mail Sue Hagen,
Outreach Coordinator, at susan@ataxia.org
for information on how your writing can be
published in a future issue.

The deadline for the
Spring issue of
Generations is
March 14, 2008
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Chapters, Support Groups
and Ambassadors
The following is a list of National Ataxia Foundation chapters, support groups and ambassadors. The
use of these names, addresses and phone numbers for any purpose other than requesting information
regarding NAF or joining a chapter or support group is strictly prohibited. We encourage you to contact the
chapter or group nearest you.

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

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

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

Support Groups
Alabama

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

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

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

Orange County S.G.

BIRMINGHAM S.G.
Becky Donnelly
16 The Oaks Circle
Hoover, AL 35244
(205) 987-2883
E-mail: donnelly6132B@aol.com
www.ataxia.org/chapters/Birmingham/default.aspx

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

Arizona

San Diego S.G.

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

Earl McLaughlin
2087 Granite Hills Dr.
El Cajon, CA 92019
(619) 447-3753
S.G. e-mail: sdasg@cox.net
Earl’s e-mail: emclaugh@cox.net
Web: www.geocities.com/ataxia_sdasg
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www.ataxia.org/chapters/SanDiego/default.aspx

Illinois

Colorado

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

DENVER AREA ATAXIA S.G.
Donna & Tom Sathre
5902 W. Maplewood Dr.
Littleton, CO 80123
(303) 794-6351 Fax: (801) 640-8602
E-mail: tom_sathre@acm.org
www.ataxia.org/chapters/Denver/default.aspx

Florida
NORTHEAST FLORIDA S.G.
June McGrane
54 Troon Terrace
Ponte Vedra, FL 32082-3321
(904) 273-4644
E-mail: jmcgranepvb@bellsouth.net
www.ataxia.org/chapters/NortheastFlorida/default.aspx
ORLANDO ATAXIA S.G.
Jim Ellson
E-mail: jellson@juno.com or jellson@comcast.net
www.ataxia.org/chapters/Orlando/default.aspx
TAMPA BAY S.G.
Nygel Lenz
3042 Eastland Blvd., H 102
Clearwater, FL 33761
(727) 791-3587
E-mail: nygellenz@gmail.com
Web: www.flataxia.org
www.ataxia.org/chapters/TampaBay/default.aspx
Crystal (Chris) Frohna *Contact 1st*
9753 Elm Way
Tampa, FL 33635
(813) 453-1084
E-mail: chrisfrohna@yahoo.com

SOUTHERN ILLINOIS S.G.
Elaine Darte
36 Lindorf Dr.
Belleville, IL 62223
(618) 397-3259
www.ataxia.org/chapters/SouthernIllinois/default.aspx

Indiana
Monica Smith
1102 Ridgwood Dr. Apt.4
Huntingburg, IN 47542
(812) 630-47542
E-mail: monicasfaith@insightbb.com

Kansas
KANSAS CITY S.G.
Lois Goodman
729 S. Clark St.
Fort Scot, KS 66701
(620) 223-1996
www.ataxia.org/chapters/KansasCity/default.aspx

Louisiana

Georgia

See Louisiana Chapter

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

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

Continued on page 48
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(541) 812-4162 Fax: (541) 812-4614
E-mail: malindam@samhealth.org
www.ataxia.org/chapters/Willamette/default.aspx

Missouri
Maryland
HOWARD COUNTY S.G.
Kathy van’t Hoff
(301) 854-2650
E-mail: kakimatt@msn.com
Tim Daly
(410) 715-1241
Web: www.geocities.com/hcasg/
www.ataxia.org/chapters/HowardCounty/default.aspx

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

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

Mississippi
See Mississippi Chapter

North Carolina
See South/North Carolina

Ohio
CENTRAL OHIO S.G.
Cecelia Urbanski
7852 Country Court
Mentor, OH 44060
(440) 255-8284
E-mail: iksnabru@earthlink.net
Peggy Schroeder
59766 Mount Olive Rd.
McArthur, OH 45651
(740) 596-4822
www.ataxia.org/chapters/CentralOhio/default.aspx

Oregon
WILLAMETTE VALLEY ATAXIA S.G.
Malinda Moore, CCC-SLP
Albany General Hospital
1046 Sixth Ave. S.W.
Albany, OR 97321

KANSAS CITY S.G.
Jim Clark
6605 N. Holmes
Gladstone, MO 64118
(816) 468-7260
E-mail: clarkstone9348@sbcglobal.net
www.ataxia.org/chapters/KansasCity/default.aspx

New York
CENTRAL NEW YORK ATAXIA S.G.
Linda Johnson
2849 Bingley Rd.
Cazenovia, NY 13035
E-mail: johnsons@summitsolutions.net
www.ataxia.org/chapters/CentralNewYork/default.aspx

Pennsylvania
SE PENNSYLVANIA S.G.
Liz Nussear
(610) 277-7722
E-mail: lizout@aol.com
www.ataxia.org/chapters/SEPennsylvania/default.aspx

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

Texas
GOLDEN TRIANGLE AREA S.G.
Dana LeBlanc
2801 W. Sunset #59H
Orange, TX 77630
(409) 883-5570
E-mail: tilessal@yahoo.com
http://ladyd1973.tripod.com/index.html
www.ataxia.org/chapters/GoldenTriangle/default.aspx
HOUSTON AREA S.G.
Angela Cloud
9405 Hwy 6 South
Houston, TX 77083
(281) 693-1826
E-mail: angelahcloud@aol.com
www.ataxia.org/chapters/Houston/default.aspx
NORTH TEXAS S.G.
David Henry Jr.
7 Wentworth Ct.
Trophy Club, TX 76262
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E-mail: cheve11e@sbcglobal.net
www.ataxia.org/chapters/NorthTexas/default.aspx

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

Virginia
See Chesapeake Chapter

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

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

International Support Groups
Canada — British Columbia
ATAXIA SOCIETY VANCOUVER
Brenda Dixon
206-8611 Ackroyd Rd.
Richmond, B.C.
Canada V6X 3P4
(604) 273-2789
E-mail: bdixon57@telus.net E-mail: info@bcataxia.org
Web: www.bcataxia.org
www.ataxia.org/chapters/Vancouver/default.aspx

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

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

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

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

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

Continued on page 50
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(239) 989-5150
E-mail: tlcdoc@comcast.net
www.ataxia.org/chapters/ThomasClouse/default.aspx

Georgia
Kristie Adams
258 Beaufort Rd.
Savannah, GA 31419
E-mail: opal1011@comcast.net

Illinois
Christopher Marsh
5633 N. Kenmore, Apt. 059
Chicago, IL 60660
(773) 334-1667
E-Mail: cmarsh34@ameritech.net
Web: http://health.groups.yahoo.com/group/u_r_notalone/
www.ataxia.org/chapters/ChrisMarsh/default.aspx
Kevin Donnelli
6525 Thomas Parkway
Rockford, IL 61114
(815) 633-8620
www.ataxia.org/chapters/KevinDonnelli/default.aspx

Indiana
Jenney Roemke
4522 Shenandoah Circle W.
Ft. Wayne, IN 46835
(219) 485-0965
www.ataxia.org/chapters/JenneyRoemke/default.aspx

Kentucky
Janice Johnson
8555 Brownsville Rd.
Brownsville, KY 42210
(270) 597-3854
www.ataxia.org/chapters/JaniceJohnson/default.aspx
Albin Douglas Johnson
10602 Tarrytowne Dr.
Louisville, KY 40272
(502) 993-7728
E-mail: djohnson853@hotmail.com
www.ataxia.org/chapters/AlbinJohnson/default.aspx

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

Michigan
Lynn K. Ball
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35015 Riverview Dr.
Paw Paw, MI 49079
(269) 657-5191
E-mail: lynnkball@aol.com
www.ataxia.org/chapters/LynnBall/default.aspx

Minnesota
Lori Goetzman
5179 Meadow Dr.
Rochester, MN 55904
(507) 282-7127
E-mail: logoetz@gmail.com
www.ataxia.org/chapters/LoriGoetzman/default.aspx
Debbie Kelly
310 Fern St. #7
Big Lake, MN 55309
(763) 263-1812
www.ataxia.org/chapters/DebbieKelly/default.aspx
Julie Schuur
218 Cashin Dr.
Luverne, MN 56156
(507) 283-2555
E-mail: jschuur@iw.net
www.ataxia.org/chapters/JulieSchuur/default.aspx

Missouri
Roger Cooley
1609 Cocoa Court
Columbia, MO 65202
(573) 474-7232 before noon
www.ataxia.org/chapters/RogerCooley/default.aspx
Susan L. Strode, PhD
12 Jackson #811B
Jefferson City, MO 65101
(573) 659-4759
E-mail: drsusie@socket.net
www.dr-susie.com

New York
Valerie Ruggiero
36 West Redoubt Rd.
Fishkill, NY 12524
(845) 897-5632
E-mail: vrabsolutely@aol.com
www.ataxia.org/chapters/ValerieRuggiero/default.aspx
Diane P. Hall
210 E. Utica St.
Buffalo, NY 14208
(716) 881-0677
E-mail: dianecrewshall@hotmail.com
www.ataxia.org/chapters/DianeHall/default.aspx
Mary Ann Costa
460 Brielle Ave.
Staten Island, NY 10314
(718) 317-3802
www.ataxia.org/chapters/MaryAnn/default.aspx


Winter 2007-08
Ohio
James Kardos
1283 Westfield S.W.
North Canton, OH 44720
(330) 499-4060
E-mail: jkardos@juno.com
www.ataxia.org/chapters/E-NAF/default.aspx
Joe Miller
Box 148
Mesopotamia, OH 44439
(440) 693-4454
E-mail: kakah@windstream.net
www.ataxia.org/chapters/JoeMiller/default.aspx

Oklahoma
Mark Dvorak
915 Thistlewood
Norman, OK 73072
(405) 447-6085
E-mail: czechmarkmhd@yahoo.com
www.ataxia.org/chapters/Ambassador/default.aspx
Darrell Owens
5700 S.E. Hazel Rd.
Bartlesville, OK 74006
(918)331-9530
E-mail: droopydog36@hotmail.com
www.ataxia.org/chapters/DarrellOwens/default.aspx

Texas
Jose Julio Vela
6702 Long Meadow
Corpus Christi, TX 78405
(361) 993-9006
www.ataxia.org/chapters/JoseJulioVela/default.aspx
Barbara Pluta
356 Las Brisas Blvd.
Seguin, TX 78155-0193
(830) 557-6050
E-mail: acemom65@att.net
www.ataxia.org/chapters/BarbaraPluta/default.aspx

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

Washington
Linda Jacoy
PO Box 19045
Spokane, WA 99217
(509) 482-8501
www.ataxia.org/chapters/Spokane/default.aspx
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International Ambassadors
American Samoa
Bob Coulter
P.O. Box 9062
American Samoa 96799
(684) 688-2437

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

Canada
Susan M. Duncan
#401-1330 Richmond Rd.
Ottawa, Ontario K2B 8J6
(613) 820-799
E-mail: smduncan1@sympatico.ca
www.ataxia.org/chapters/SusanDuncan/default.aspx
Cathy Chamberlain
551 Vermilyea Rd.
Belleville, Ontario K8N 4Z5
(613) 962-9623
www.ataxia.org/chapters/CathyCamberlain/default.aspx
Prentis Clairmont
299 Somerset West, Apt. 402
Ottawa, Ontario K2P 2L3
(613) 864-8545
E-mail: prentis.clairmont@qmail.com
www.ataxia.org/chapters/PrentisClairmont/default.aspx
Terry Greenwood
37 Ericsson Bay
Winnipeg, Manitoba R3K 0T8
(204) 885-3955
E-mail: tgreenwood6@shaw.ca
www.ataxia.org/chapters/TerryGreenwood/default.aspx

India
Abhinav Kedia
A9/7A Gomti Apartments, Kalkaji Extension
New Delhi-19
Phone: 0091-011-29960809/29962759/41861809
Mobile: 0091-098-18411506
E-mail: abhinav_kedia_2000@yahoo.com
www.ataxia.org/chapters/AbhinavKedia/default.aspx
Chandu Prasad George.CH,
H-No:5-9520, Sri Laxmi Nagar Colony, Old Alwal
Secunderabad, 500 010 India
Phone: 0091-040-27971043
Mobile: 0091-9949019410 Fax: 091-040-27971043
E-mail: sam_ataxiaindia@yahoo.com
E-mail: george@samataxiagroup.org
❖
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Calendar of Events
January

Daniel Navar at dnavar@ucla.edu. www.ataxia.org/
chapters/OrangeCounty/default.aspx.

Saturday, January 12, 2008

Sunday, January 20, 2008

San Diego Ataxia Support Group Meeting
1-3 p.m. at Sharp Rehabilitation Center, 2999
Health Center Dr. (behind Sharp Memorial Hospital
Contact Earl McLaughlin at (619) 447-3753.
www.ataxia.org/chapters/SanDiego/default.aspx.
Kansas City Area Ataxia Support Group
2-4 p.m. at the NE Library, 65 Wilson Avenue,
Kansas City, MO. Contact Lois Goodman at (620)
223-1996 or Jim Clark at clarckstone9348@
sbcglobal.net. www.ataxia.org/chapters/Kansas
City/default.aspx.
Los Angeles Area Ataxia Support Group
2-4 p.m. at the Westside Center for Independent
Living, 12901 Venice Beach, CA. Contact Sid Luther
for more information at (818) 246-5758.
www.ataxia.org/chapters/LosAngeles/default.aspx.
North Texas Ataxia Support Group Meeting
10 a.m.-noon at Los Colinas Medical Center, 6800
Mac Arthur Blvd. at Hwy 161, Irving, TX. Contact
David Henry Jr. at cheve11e@sbcglobal.net.
www.ataxia.org/chapters/NorthTexas/default.aspx.
SE Pennsylvania Ataxia SG Meeting
10-11:30 a.m. at Mercy Suburban Hospital, 2701
Dekalb Pike Norristown, PA. Contact Liz Nussear at
(610) 277-7722 or lizout@aol.com. www.ataxia.org/
chapters/SEPennsylvania/default.aspx.
Tampa Bay Ataxia Support Group Meeting
1-3 p.m. at Feathersound Community Church, Clearwater, FL. Contact Chris Frohna at (813) 453-1084
or chrisfrohna@yahoo.com. www.ataxia.org/
chapters/TampaBay/default.aspx

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

Tuesday, January 15, 2008
Twin Cities Ataxia Support Group
7 p.m. at the Presbyterian Home in Roseville
(located off 35W on County Rd D). Contact Lenore
H. Schultz at (612) 724-3784 or lschultz@
bitstream.net. www.ataxia.org/chapters/TwinCities/ default.aspx.

Saturday, January 19, 2008
Orange County Ataxia Support Group Meeting
1:30-4 p.m. at the Orange Coast Memorial Medical
Center (in the basement, next to the cafeteria),
9920 Talbert Avenue, Fountain Valley, CA. Contact

February
Saturday, February 9, 2008
Greater Atlanta Ataxia Support Group Meeting
1 p.m. at Emory Center for Rehabilitation Medicine,
1441 Clifton Rd., Room 101, Atlanta GA. Contact
Greg Rooks at (404) 822-7451. www.ataxia.org/
chapters/Atlanta/page.aspx.
Kansas City Area Ataxia Support Group
2-4 p.m. at the NE Library, 65 Wilson Avenue,
Kansas City, MO. Contact Lois Goodman at
(620) 223-1996 or Jim Clark at clarckstone9348@
sbcglobal.net. www.ataxia.org/chapters/Kansas
City/default.aspx.
North Texas Ataxia Support Group Meeting
10 a.m.-noon at Los Colinas Medical Center, 6800
Mac Arthur Blvd. at Hwy 161, Irving, TX. Contact
David Henry Jr. at cheve11e@sbcglobal.net.
www.ataxia.org/chapters/NorthTexas/default.aspx.
SE Pennsylvania Ataxia SG Meeting
10-11:30 a.m. at Mercy Suburban Hospital, 2701
Dekalb Pike Norristown, PA. Contact Liz Nussear at
(610) 277-7722 or lizout@aol.com. www.ataxia.org/
chapters/SEPennsylvania/default.aspx.

Saturday, February 16, 2008
Chesapeake Chapter Annual Medical Meeting
8:30 a.m.-3:30 p.m. at the Theatre Arts Auditorium,
Montgomery College, Rockville, MD. Medical doctors from Johns Hopkins Medical Institute primary
speakers. For information contact Carl Lauter
at (301) 644-1836. www.ataxia.org/chapters/
Chesapeake/default.aspx.
Orange County Ataxia Support Group Meeting
1:30-4 p.m. at the Orange Coast Memorial Medical
Center (in the basement, next to the cafeteria),
9920 Talbert Avenue, Fountain Valley, CA. Contact
Daniel Navar at dnavar@ucla.edu. www.ataxia.org/
chapters/OrangeCounty/default.aspx.
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Tuesday, February 19, 2008

Sunday, March 9, 2008

Twin Cities Ataxia Support Group
7 p.m. at the Presbyterian Home in Roseville
(located off 35W on County Rd D). Contact Lenore
H. Schultz at (612) 724-3784 or lschultz@
bitstream.net. www.ataxia.org/chapters/TwinCities/
default.aspx.

Seattle Area Ataxia Support Group Meeting
2-4 p.m. at Madison House Retirement Community,
12215 NE 128th St., Kirkland, WA. Speaker will
be Dr. Thomas Bird of the Univ. of Washington Hospital. Milly Lewendon at mmlewendon@comcast.
net. www.ataxia.org/chapters/Seattle/default.aspx.

Saturday, February 24, 2008

Saturday, March 15, 2008

San Diego Ataxia Support Group Pizza Party
5-7 p.m. Contact Earl McLaughlin at (619)
447-3753. www.ataxia.org/chapters/SanDiego/
default.aspx.

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

March
Saturday, March 8, 2008
Denver Area Ataxia Support Group Meeting
1-4 p.m. at the Swedish Hospital & Medical
Conference Center (Room Spruce A), 501 East
Hampden Ave, Englewood, CO. Contact Tom Sathre
at tom_sathre@acm.org or (303) 794-6351.
www.ataxia.org/chapters/Denver/default.aspx.
Kansas City Area Ataxia Support Group
2-4 p.m. at the NE Library, 65 Wilson Avenue,
Kansas City, MO. Contact Lois Goodman at (620)
223-1996 or Jim Clark at clarckstone9348@
sbcglobal.net. www.ataxia.org/chapters/Kansas
City/default.aspx.
Los Angeles Area Ataxia Support Group
2-4 p.m. at the Westside Center for Independent
Living, 12901 Venice Beach, California. Contact Sid
Luther for more information at (818) 246-5758.
www.ataxia.org/chapters/LosAngeles/default.aspx.
North Texas Ataxia Support Group Meeting
10 a.m.-noon at the Los Colinas Medical Center,
6800 Mac Arthur Blvd. at Hwy 161, Irving, TX. Contact David Henry Jr. at cheve11e@sbcglobal.net.
www.ataxia.org/chapters/NorthTexas/default.aspx.
SE Pennsylvania Ataxia SG Meeting
10-11:30 a.m. at Mercy Suburban Hospital, 2701
Dekalb Pike Norristown, PA. Contact Liz Nussear at
(610) 277-7722 or lizout@aol.com. www.ataxia.org/
chapters/SEPennsylvania/default.aspx.
Tampa Bay Ataxia SG Annual Picnic
11a.m.-3 p.m. at Phillippe Park. Shelter No 5.
Contact Chris Frohna at (813) 453-1084 or
chrisfrohna@yahoo.com. www.ataxia.org/chapters/
TampaBay/default.aspx.

Sunday, March 16, 2008
Chicago Area Ataxia Support Group Meeting
1 p.m. at the Good Samaritan Hospital-White Oak
Room, 3815 Highland Ave, Downers Grove, IL. Craig
Lisack at (847) 496-7544 or caasg2@aol.com.
www.ataxia.org/chapters/Chicago/default.aspx.

Tuesday, March 18, 2008
Chicago Area Ataxia Support Group Meeting
1 p.m. at the Good Samaritan Hospital-White Oak
Room, 3815 Highland Ave, Downers Grove, IL.Craig
Lisack at (847) 496-7544 or caasg2@aol.com.
www.ataxia.org/chapters/ Chicago/default.aspx.
Twin Cities Ataxia Support Group
7 p.m. at the Presbyterian Home in Roseville
(located off 35W on County Rd D). Contact Lenore
H. Schultz at (612) 724-3784 or lschultz@
bitstream.net. www.ataxia.org/chapters/TwinCities
/default.aspx.

April
Saturday, April 12, 2008
Kansas City Area Ataxia Support Group
2-4 p.m. at the NE Library, 65 Wilson Avenue,
Kansas City , MO. Contact Lois Goodman at (620)
223-1996 or Jim Clark at clarckstone9348@
sbcglobal.net. www.ataxia.org/chapters/Kansas
City/default.aspx.
North Texas Ataxia Support Group Meeting
10 a.m.-noon at Los Colinas Medical Center, 6800
Mac Arthur Blvd. at Hwy 161, Irving, TX. Contact
David Henry Jr. at cheve11e@sbcglobal.net.
www.ataxia.org/chapters/NorthTexas/default.aspx.

Continued on page 54
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Chapters, Support Groups and Ambassadors
Continued from page 53
SE Pennsylvania Ataxia Support Group Meeting
10-11:30 a.m. at Mercy Suburban Hospital, 2701
Dekalb Pike Norristown, PA. Contact Liz Nussear at
(610) 277-7722 or lizout@aol.com. www.ataxia.org
/chapters/SEPennsylvania/default.aspx.

Winter 2007-08

Tuesday, April 15, 2008
Twin Cities Ataxia Support Group
7 p.m. at Presbyterian Home in Roseville (located
off 35W on County Rd D). Contact Lenore Schultz
at (612) 724-3784 or lschultz@bitstream.net.
www.ataxia.org/chapters/TwinCities/default.aspx.
See www.ataxia.org for schedule updates.
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Molecular Genetic Characterization
of Spinocerebellar Ataxia Type-5 (SCA5)
By Laura Ranum, PhD
University of Minnesota, Institute of Human Genetics.
The following is a research summary of a grant funded by NAF for fiscal year 2006.
SCA5 is a dominantly inherited form of ataxia,
which we first described in a large American
family descended from President Lincoln’s
grandparents. After the discovery of this family,
two other families were shown to have ataxia
genes that also were located in the same region
containing SCA5, one from France (reported in
1999 by Drs. Brice, Durr and Stevanin) and one
from Germany (reported in 2004 by Drs. Zuelke
and Buerk). In all three of these families the disease primarily affects the cerebellum, the region
of the brain that controls coordination of speech
and movement, but spares regions of the brainstem. Although disabling, overall the clinical picture of SCA5 is milder than many other forms of
ataxia because patients do not develop the severe
swallowing or breathing difficulties that are often
found in patients with other types of ataxia.
In 2006, we reported the discovery of the gene
that causes SCA5. The gene (SPTBN2), which
is located on chromosome 11, encodes a protein
called beta-III spectrin. Beta-III spectrin
normally anchors specialized proteins to the cell
surface which allows neurons within the brain to
send and receive signals so that they can
communicate with one another. Mutations or
DNA changes within this gene cause neurons in

the brain which are important for balance and
coordination (Purkinje cells) to eventually die.
Funding from the NAF has allowed us to
perform additional human genetic studies and to
begin to develop mouse and f ly models of the
disease. These animal models will allow us to
perform experiments to study in detail how the
DNA changes or mutations which cause ataxia
in people affect the life and health of neurons.
Additionally, our human studies have led to the
identification of a number of newly identified
mutations which suggest that changes in several
different parts of the beta-III spectrin protein
cause neurons to die.
I am grateful to my long term collaborators,
Drs. John Day and Larry Schut, and to all of the
patients who have participated in these studies.
Additionally, I would like to thank the NAF for
supporting this work when it was in its initial
stages. I am very pleased to report that these
NAF “seed” grants have led to a much larger
grant now funded by the National Institutes of
Health. The energy we have in pursuing this
research comes from our belief that understanding more about the molecular genetics of SCA5
in families and in animal models will eventually
❖
lead to better treatments for these diseases.
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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
August 2007 through October 2007. 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.
Joseph Acebo
Frank Aldridge, Jr.
Michelle Alioto
Peggy Allen
Gretchen Anderson
Linda Anderson
Jeffry Bailey
Fenton Bain
Vicki Balogh
Brandon Barker
Betty Beck
Clair Beck
Kay Bell
Jennifer Bellini
Harold Benner
Patricia Benyo
Sandee Berst
Kim Bishop
Pearl Blatt
Michael Bohle
Anetha Borup
Nicky Borup
Jaime Brooks
Nancy Brooks
David Brown
Kyle Bryant
Chris Buechel
Nelita Burroughs
Barbara Call
Brenda Callis
Eddie Callis
Evelyn Camacho
Sharon Cameron
Dr Victor Celeste
Richard Chin
Charlie Clark
Clementz Family
Janice Cohen
Edith Cooley
Michael Coyan
Mike Craft
Krishna Crawford
Betty Damp
Charles Davis
Kennon Davis

Lloyd Davis
Page Davis
Mary Delaurenti
Morris Diamond
Carlo DiSilvestro
Connie DiVincentis
Sherry Dombrowski
Michelle Dostis
Robert Dostis
Olivia Douglass
Denise Drake
Sandy Dudzic
John Dunham
Bonne Dunkelberg
Kathy Earnhart
Lola Earnhart
Andrew Egeressy
Phil Eisenhaur
Billy Elliott
Carla Enitzcavich
Mary Erickson
Daniel Eustache
Toby Fain
Joseph Falcon
Katherine Falcon
Trinity Falk
Connie Farmer
Charlie Fisher
Linda Flood
Dorothy Fye
Ann Gallagher
William Ganley
Gregson Gann
Rita Garcia
Charles Gegogeine
Jeffrey Geye
Terry Gill
Mary Goshert
Joyce Goss
Brenda Graner
Lawrence Graner
Paschal Guercio
Patty Gutierrez
Bryan Hackett
Rody Hall

Kermit Hartman
James Hay
Richard Hebert
David Henry, Jr.
Carmela Herman
Candace
Hintermister
Bette Holmes
Sidney Howell
Jordan Hubbard
Howard Hunnius
Dorothy Jaber
Tereess Jackson
Lisa Jaffe
Betty Jones
Eileen Jubina
Gerard Kelleher
Marcella Kelleher
Michael Krawczyk
Denise LaFrance
John Lane, Sr.
Clarke Lauchmen
Mary Lewis
Jacqueline
Lombard
Beth Lovelace
Stephanie
Lovelock
Jamie Lystra
Marshall Lystra
Kristi Malek
Scott Marqua
Sandra Martin
Angelo Matrisciano
Sheri Matthews
Jessie Maule
Linda Maule
Richard Maule
Darrin McCarty
Maurice
McDonald, Jr.
Kelly McDonald
Charley McLaughlin
Earl McLaughlin
Leona McVeigh

James Melchionna
Reggie Mellon
Suzanne Merrill
Susan Metcalfe
Refiye Miller
Minnie Molini
Jennifer Moon
Dolores Morello
Mandy Morse
Valerie Morse
Grace Mutschler
Dolores Nagle
Jaylynn Neal
Harvey Nevis
Linda Nicholson
Vicki Orr
Mary Orth
Gert Ougas
Laura Owens
Joe Parker
Keith Parrott
Trent Pavelec
Tyrell Pavelec
Adam Payne
Norma Payne
Mary Lou Perry
Patrick Pisano
David Price
Jeannie Price
Robert Radliff
Charity Ranger
Janet Riley
Viola Roster
Jeremey Ryan
Donald Santa
Croce
Marilyn Saunders
Larry Scheffler
David Schon
Bruno
Schraermeyer
Leticia
Schraermeyer
Harriet Sell
Nathan Seltzer

Derek Semler
Les Shoemaker
Dianne Simao
Phyllis Sliger
Barbara Smilow
Jules Smilow
Gladys Smith
Kenneth Smith
Robin Smith
Windy Smith
Leon Spears
Gary St. Pierre
Gaye Stallings
David Stein
C.E. Stevens
Cathy Steward
Stoddard Family
Peter Streuli
John Surabian
Ernie Talarico
Tiffinay TalaricoCompiano
Raymond Tavolier
Kim Taylor
Quentin Thell
Mark Torvinen
Bonnie Tucker
Lucille Tucker
Angie Turner
Ginger Vail
Nancy Van Twuyver
Joseph Villa
Laura Volker
Bruce Walter
John Walter Family
Tim Wauben
Susan Weiler
David Westrick
Dianne Williams
Michael Williams
Nicholas Woods
William Workley
Ruth Wornick
M/M Mark Young
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Is your address correct? Are you receiving more than one issue of Generations? If there are any
changes that need to be made, please call NAF at (763) 553-0020 or e-mail naf@ataxia.org. Thank you!

GIFT – HONOR – MEMORIAL

A contribution given in memory of a friend or
relative is a thoughtful and lasting tribute, as
are gifts to honor your friends or family. A
Gift Membership is a wonderful gift to a friend
or relative for special occasions like birthdays,
graduations, anniversaries, and holidays. NAF
will acknowledge your gift without reference to
the amount.

Simply fill out this form and mail with your check
or credit card information to the National Ataxia
Foundation.

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

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

Address ______________________________
City/State/Zip __________________________

E-Mail ________________________________

PAYMENT INFORMATION

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

National Ataxia Foundation.

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

