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The National Ataxia Foundation 2006 Annual Membership Meeting

“Beacon of Light”
Boston, Massachusetts — March 17-19, 2006
The National Ataxia Foundation Board of
Directors and the New England Ataxia Support
Group are very excited to bring to you the 49th
NAF Annual Membership Meeting. Whether
this is your first meeting or your 49th, Boston
will be a weekend full of education and fun.
For the past 49 years the NAF Annual
Membership Meetings have brought together
the Foundation’s members to meet and learn
from world leading ataxia researchers and
neurologists. It is a time to acquire new information on topics such as nutrition, coping with
ataxia, fundraising, communicating with your
doctor, f inancial planning and much more.
Along with all of this new found knowledge,
what members f ind most enjoyable are the
friendships both old and new that have started
at these meetings.

Program Overview
Thursday, March 16
Adult Early Arrival Outing — Join us for the
early arrival outing Thursday, March 16. We
will be going to the Museum of Science,
Boston! The Museum of Science also features a
limited-time Star Wars Exhibit created by
Lucas Films in conjunction with the Museum

of Science and an Omni Theatre presentation
on Greece. Transportation will be running
from the hotel to the Science Museum starting
at 12:30 p.m. with the last trip back to the
hotel at 7 p.m. Admission to the museum and a
transportation fee are additional. You may register and pay for transportation to the museum
on the NAF meeting registration form, the cost
is $10 per person. Tickets for the Omni
Theatre sell out fast. Call the Science Museum
today at (617) 723-2500 to reserve your tickets.
The Science Museum, Stars Wars Exhibit and
Omni Theatre admission prices will be in the
pre-registration packet.
Teen Group Outing to the Museum of Science,
Boston — NAF is excited to present a FREE
teen outing this year (including transportation
and general admission to the Museum of
Science, the Star Wars Exhibit, and the Omni
Theatre presentation of Greece). You must
register early (on your NAF Meeting
Registration Form) to ensure space on the bus
and an admission ticket. The teens will be
leaving at 12 noon on Thursday, March 16. For
more information or questions, please e-mail
Continued on page 3
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Bridget, the Teen Coordinator, at bridget@
ataxia.org.
Leadership Meeting — Cur rent Chapter
Presidents, Support Group Leaders and
Ambassadors are encouraged to attend the
Leadership meeting. This meeting will address
questions and concerns that are unique to those
in this appreciated position as well as offer the
opportunity to meet one another, and learn
some tips from both peers and professionals.
This meeting will run from 1:00-5:00 p.m. in
Salons 1-4. If you are currently not a group
leader, but are interested in becoming one,
please inquire ahead of time at lor i@ataxia.org.

Friday, March 17
General Sessions — This year NAF has
expanded the General Sessions to three days
(Friday, Saturday, and Sunday), during which
you will hear from top ataxia researchers and
doctors from around the world. The sessions
will range from research in Sporadic,
Friedreich’s, and SCAs to research grants to
genetic testing. (See meeting agenda for
specifics.)
Teen Program and Activities — The teens are
invited to meet in the Marymount 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 you 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 also welcome to attend
the regular meeting program.
Birds of a Feather — The Birds of a Feather is
a tremendous opportunity that allows you to
meet with those who share the same type of
ataxia, or the same affiliation (i.e., parents of
ataxians (child or adult), caregivers, adults with
FA, Sporadic etc).
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Friday Night Reception — Join us on St.
Patrick’s Day for the Friday Night Reception
beginning at 7:00 p.m. There will be light hors
d’oeuvres served and entertainment from a
local barbershop quartet. All NAF conference
attendees are welcome to attend (green attire
encouraged but not required).

Saturday, March 18
Saturday General Sessions — Start Saturday
mor ning of f with the Business Meeting,
followed by General Sessions. Our meeting
agenda outlines who will be speaking on
Saturday, and we encourage you to attend. The
General Sessions are topped off by a half-hour
Question and Answer session with a panel of
doctors and researchers.
Breakouts and Workshops — New this year!
Due to the large number of requests on past
years surveys, we have expanded some of our
breakout sessions into 11 ⁄ 2 -hour workshops.
Topics will include some of the following:
Coping, Speech and Swallowing, Financial
Planning, Genetics and Ataxia, Communicating with your Doctor, and Nutrition. For a
complete schedule refer to the meeting agenda.
Silent Auction — This highly successful and
popular event is now becoming a tradition at
our annual gathering. Auction items range
from something that represents your state or
country, such as paintings, spices, statues, and
sports memorabilia, to a basket of knickknacks,
hotel stays, and weekend getaways. We hope
you will be at the meeting and will bring an
auction item with you.
Church Ser vices — Catholic and Nondenominational church services will be held on
Saturday beginning at 6:00 p.m. Please consult
the meeting program for specifics.
Saturday Evening Banquet — The Saturday
Evening banquet will begin at 7:00 p.m. Please
stop by the Blue Hills Room next to the
Meeting Registration Room to get your tickets
– which are included in your registration fee –
Continued on page 4
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Continued from page 3
ahead of time! You must reserve seating for the
banquet in advance.

Sunday, March 19
General Sessions — The Sunday General
Sessions will conclude the 2006 NAF Annual
Membership Meeting. Our meeting agenda
outlines who will be speaking on Sunday and
we encourage you to attend. The General
Sessions and meeting will close with an halfhour Question and Answer session with a
panel of doctors and researchers.
Additional Information
Conference Registration — Please complete
and return the registration forms in the center
of this issue of Generations to NAF by February
22, 2006. Please fill out the registration forms
completely, as we need all information to finalize plans. If you are bringing an attendant,
please register together on the same page. Each
person attending the daily sessions, reception,
or banquet will need to register. Event entry
will be allowed only with the properly registered name tags. Note: Please place your hotel
reservations directly with Boston Marriott
Quincy (866) 449-7387 or (800) 228-9290.
Hotel Registration and Room Rates — The
Hotel is located at Boston Marriott Quincy,
1000 Marriott Drive, Quincy, MA 02169. To
reserve a room, please call the hotel at (866)
449-7387 or (800) 228-9290. To receive the
special room rate of $123.00 for a single or
double, tell the person taking your reservation
that you are with the National Ataxia
Foundation (NAF). All rates are subject to sales
tax. Reservations MUST be made by February
22, 2006 to receive these special rates. Rooms
booked after February 22, 2006 will be charged
at a higher rate if available. There were a limited number of accessible rooms available on a
first-come, first-served basis. These rooms are
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full at this time.
Attendant Care — Please note that the NAF
is unable to provide attendant care services.
Due to liabilities and health concerns, NAF
and hotel employees are not able to provide this
service. Please do not attend without an assistant if you are in need of one.

Transportation and Getting There
NAF is not responsible for transportation to
and from the hotel. The following information
may be used as a helpful guide for your convenience.
Driving from Area Airports — Boston (BOS)
• (617) 428-2800
• Hotel direction: 12 mi S
• Driving directions from Boston Logan
Int’l Airport: Take 93 South to exit #7 (RT 3),
immediately take exit 18 (Braintree/Quincy).
Bear left of f ramp to (sign “ T” Train
station/Quincy). Follow to traffic lights and
turn left onto Center St. Take immediate left
into Crown Colony Park. Hotel is a quartermile ahead on left.
• Driving directions from Mass Turnpike:
Rte 93N to exit #7 and follow above instructions.
Driving from Area Airports — Providence
(PVD)
• 1-888-268-7222
• Hotel direction: 30 mi N
• Driving Directions: I-95 North to I-93
North. Take Exit 7, Rt. 3 South (Braintree/
Cape Cod). Take first Exit 18, turn left off
ramp. Stay left until traffic light. Take left at
light, and left into Crown Colony Park. Left
onto Marriott Drive. If coming from Route 3
South (Plymouth/Cape Cod): Take Exit 19.
Stay left until traffic light. Take left at light, and
left into Crown Colony Park. Left onto
Marriott Drive.
Shuttle Transportation — The NAF preregistration packet will have current and up to
date information on the shuttle service. Please
mail in your meeting registration form early 
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to insure you receive this information before
the meeting.
Subway — MBTA Silver Line is a new subway line connecting all Logan Airport terminals with Boston’s MBTA subway/bus system.
Both the Silver Line and South Station are
ADA accessible, with lift buses and elevators.
To get to Quincy, take the Silver Line to the
South Station and transfer to the Red Line.
Switch to a Braintree-bound Red Line train,
getting off at the Quincy Adams station (Note:
Do not get off at the Quincy Center stop,
which is right before Quincy Adams).
The Boston Marriott Quincy hotel is located
in the Crown Colony Office Park across the
street from the Quincy Adams Station. The
hotel is in the back of the park; therefore, there
is a 10-15 minute walk from the subway stop to
the hotel (0.8 mi). Total Fare approx. $3.75.
Paratransit/Additional Accessible Travel — The
Ride is MBTA’s Paratransit program with an
approximate cost of $4.50 each way. You must
make your own reservations. You may request
an application package by writing or calling:
MBTA Office for Transportation Access
10 Park Plaza, Room 4730
Boston, MA 02116
Phone THE RIDE Administrative Office
toll-free at (800) 533-6282 in-state or (617)
222-5123; TT Y (617)222-5415 for more
information. The office hours are weekdays
from 8:00 a.m. to 5:00 p.m.
Taxi Service To and From Area Airports (One Way)
• From BOS Airport estimated taxi fare: $45
• From Providence (PVD) estimated taxi
fare: $100
Other Transportation
• Bus Station: South Station (8.4 mi)
• Train Station: Route 128/Westwood (5 mi)
Area Attractions — Whether you are f lying or
driving, be sure to plan to spend an extra day
or two so you can see some of the many sites
and attractions. Look in your pre-registration
packet for more information on the local area.❖
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Annual Meeting
Travel Grants
Available
There are a limited number of travel
grants available to attend the 2006 NAF
Annual Membership Meeting. Through a
special fund, there are also travel grants
available to children 18 years old or
younger. These travel grants are for persons with ataxia who need financial help
in attending the meeting.
To apply for a travel grant, contact the
National Ataxia Foundation at (763) 553 0020, naf@ataxia.org, or write to National
Ataxia Foundation, 2600 Fernbrook Lane,
Suite 119, Minneapolis, MN 554474752. An application will be sent to you
for your completion. Please specify if you
are requesting an adult travel grant or a
child’s travel grant. Travel grant applicants will be notified at least one month
prior to the annual membership meeting.

Travel Grant
Funding Needed
Each year the Foundation offers a limited number of travel grants to persons
with ataxia to help them attend the annual membership meeting. The persons
receiving these travel grants would not be
able to attend the meeting without this
special fund. The amount of travel grants
awarded depends greatly upon the generosity of our donors. If you would like to
help others attend the meeting, please
send your donation to the National Ataxia
Foundation and specify that you wish to
earmark your donation for the Travel Grant
Fund. Please make a difference in someone’s life and give as generously as you
can to this important fund.
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2006 NAF Annual Membership Meeting

“Beacon of Light”
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 Boston. 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 22, 2006
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Update on SCA3
The following was presented at the 2005 NAF Annual Membership Meeting in Tampa, FL.
Dr. Paulson is the Associate Professor of Neurology at the University of Iowa Carver College of Medicine
in Iowa City, Iowa. He received his MD and PhD degrees in cell biology from Yale University of
Medicine. He then completed a Neurology residency at the University of Pennsylvania, followed by a
Neurogenetics and Movement Disorders postdoctoral fellowship. In 1997 he joined the Neurology faculty
at the University of Iowa, where he was promoted to Associate Professor in 2003. Dr. Paulson’s research
and clinical interests concern the causes and treatment of neurodegenerative disease including the spinocerebellar ataxias. A particular interest is Machado-Joseph disease (also known as SCA3) and related
polyglutamine disorders.
Dr. Paulson co-directs the Huntington Disease Center of Excellence in Iowa and serves on the scientific
advisory boards of numerous disease-related national organizations. Among his awards, he is an Ellison
Medical Foundation New Scholar in Aging, a semifinalist for the W.M. Keck Foundation Young Scholars
in Medicine Research, and a recipient of the Paul Beeson Physician Faculty Scholar in Aging Award from
the American Federation for Aging Research. Funding on SCA3/MJD in his lab has been funded by
NIH and the Ataxia MJD Research Project.
I thank you again for the opportunity to
speak to you this year with an update on
Spinocerebellar Ataxia type 3 (SCA3), also
known as Machado-Joseph Disease (MJD).
SCA3 and MJD are names for the same disease,
admittedly a bit confusing. I will call it SCA3
although MJD is its original, and equally legitimate, name.
Last year was a good year for SCA3 research.
At least 32 papers were published in 2004
directly on SCA3/MJD (an update on 12/1/05:
at least 29 more since then). Some of the major
advances over the last 12 months in SCA3 are:
1) We know a little more about the range of
size of the mutation expansion; 2) the role of
the disease protein is coming into better focus;
3) RNAi continues to be studied as a potential
route to therapy; and 4) a new mouse model
was developed and published that has a neurodegenerative phenotype. In other words, this
new mouse model (developed by Dr. Veronica
Colomer and colleagues) has neuropathological

and behavioral changes that may allow it to
serve as a powerful tool with which to perform
some of the basic biological and pre-clinical
studies we need in SCA3. There are other
SCA3 mouse models, currently unpublished
(thus I am not at liberty to talk about them),
that also appear to have a clear phenotype.
In this talk I will focus primarily on the
properties of the SCA3 disease protein, known
as ataxin-3, which new evidence suggests may
play an intriguing role in protein quality control. I will also touch on RNA interference
(RNAi) since this topic interests many of
you. RNAi as an approach to knock down
the “toxic” disease gene in SCA3 or other
dominant ataxias looks promising as a potential
therapeutic strategy. We need to be aware,
however, that scientists have much more work
to do before RNAi for SCA3 can move into
clinical trials.
Continued on page 8
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Update on SCA 3
Continued from page 7
For those of you who don’t know SCA3, it
is important that I give you at least a little background. SCA3 is one of the most common, if
not the most common, dominantly inherited
ataxias. More than most dominant ataxias,
SCA3 can manifest in a remarkably diverse
range of signs and symptoms. In addition to
ataxia and brainstem problems, there can be
spasticity, neuropathy and, in a few affected
persons, Parkinson’s disease-like symptoms.
It is important to emphasize that SCA3 is one
of nine neurodegenerative diseases that share
the same kind of mutation: a normal CAG
repeat in the disease gene becomes expanded.
Like the normal repeat in the normal gene
product, this expanded repeat codes for the
amino acid glutamine in the disease protein.
The stretch of glutamine is simply longer in the
disease protein than in the normal protein.
Thus, these nine disorders are often called
expanded polyglutamine diseases. Six of the
nine are dominantly inherited spinocerebellar
ataxias (SCA’s 1, 2, 3, 6, 7, and 17), with the
other three also being neurodegenerative
diseases that clinically differ from the SCAs.
(These other disorders are Huntington’s disease, the motor neuron disorder Kennedy’s
disease, and DRPLA, which overlaps with the
ataxias.)
In all nine diseases, the expanded (i.e. diseasecausing) protein is thought to abnormally fold
and accumulate inside brain cells. A marker
of this abnormal protein accumulation is the
formation of inclusion bodies in some neurons.
These inclusions contain the disease protein as
well as many other proteins including the small
protein modifier, ubiquitin. Why do I single
out ubiquitin? Because ataxin3, we now know,
functions to regulate the removal of ubiquitin
from proteins. At its front end (the aminoterminal end) the ataxin-3 protein has a highly
conserved domain that scientists now recog-
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nize is a protease domain that cleaves (i.e.
removes) ubiquitin that has been attached to
proteins. At its other end, ataxin-3 has several
smaller domains that are responsible for binding ubiquitin.
So what is ubiquitin? Ubiquitin is a
very small protein, about one sixth the size of
ataxin-3, which is itself only a midsized protein. But ubiquitin’s function in the cell is by
no means small. It is vitally important to the
cell, where it participates in protein quality
control. Through the action of specif ic
enzymes, ubiquitin gets attached to bigger
proteins. Once proteins are “ubiquitinated” in
this manner, they are often earmarked for
destruction. Every protein made in the cell has
a lifetime; some proteins tend to live a long
time while others are rapidly destroyed.
Indeed, in some cellular signaling pathways,
getting rid of specific proteins is just as important as making new ones.
A major way the cell destroys proteins is
through a large complex of proteins called the
proteasome. The proteasome can be thought of
as the “woodchipper” of the cell because it
chews up proteins into little bits. In order for a
protein to get sent to the proteasome for degradation, it usually must have a chain of ubiquitin
molecules attached to it. In other words, one or
more chains of ubiquitin is conjugated to the
protein. Once this ubiquitinated protein is
delivered to the proteasome, the ubiquitin
chains are removed from the protein before
the proteasome can degrade it. Newly freed
ubiquitin can then be recycled for the same
purpose. Ubiquitin serves other roles in the cell
much too complicated to go into here. Suffice
it to say, however, that ubiquitin and the
enzymes that add it to or remove it from
proteins, are vital pieces of the elaborate protein quality machinery that exists in neurons.
Ataxin-3, it turns out, is one of those proteins
designed to remove ubiquitin from other

proteins.
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trims these chains. It may even prefer to cleave
ubiquitin from particular types of chains,
though this is a work in progress. What are the
protein targets it normally acts on in the cell?
And when the glutamine repeat is expanded in
the protein (i.e., the disease causing mutation)
how does that affect this normal function?
These are questions my lab and other labs are
trying to answer now through experiments in
the test tube, cell and mouse.
As a f irst step toward understanding how
ataxin-3 function might relate to disease, we
turned to our collaborator, Dr. Nancy Bonini,
a talented biologist at the
University of Pennsylvania
who pioneered the use of
Drosophila (fr uitf ly) to
model polyglutamine diseases.
Though f lies don’t look much
like humans, we share much of
the same genetic makeup and
cellular machiner y. Thus,
modeling disease in the f ly is a
powerful way to identify genes
and pathways that contribute
This knowledge comes from
to disease pathogenesis.
the work of several laboratoWhen Dr. Bonini and her
ries using a variety of techcolleagues expressed a polygluniques. For example, we and
tamine fragment of expanded
others have taken pur if ied Dr. Hank Paulson
ataxin-3 in the f ly eye or
ataxin-3 protein and incubated
brain, there was massive and rapid degenerait with different types of ubiquitin chains. In
tion. The ataxin-3 fragment proved to be
this type of assay, ataxin-3 prefers to bind long
highly toxic. In contrast, when they expressed
chains of ubiquitin, not individual molecules of
the entire, full length disease protein with an
ubiquitin. If we then mutate the part of ataxineven bigger polyglutamine expansion, it caused
3 predicted to cleave ubiquitin from proteins,
remarkably slow and mild degeneration. It was
heavily ubiquitinated proteins accumulate in
almost as if the biological function of ataxin-3
the cell because ataxin-3 is no longer able to
counteracted the intrinsic toxicity of expanded
cleave it. The search is now on for ataxin-3’s
polyglutamine. Consistent with this idea, when
preferred substrates.
normal ataxin-3 was expressed in the f ly it
What is the importance of this newly discovmarkedly suppressed the toxicity caused by
ered function to cell physiology and to the
expanded polyglutamine proteins. Amazingly,
human disease? Our model currently is that
even expanded ataxin-3 retained some ability
ataxin-3 binds ubiquitin chains above a particular size – bigger seems to be better – and then
Continued on page 10
This is interesting because in SCA3 and other
polyglutamine diseases, evidence suggests there
are some problems in protein quality control
generally, and in protein degradation particularly. There is also strong genetic evidence that
specif ic components that contribute to the
quality control machinery in neurons can modulate disease, at least in animal and cell models.
We are beginning to suspect that the ataxin-3
disease protein is involved in this pathway as
well. One of the important things to recognize
is that, in addition to having proteins degraded
in an ubiquitin-dependent matter, the cell also
needs to trim ubiquitin chains
added to proteins and recycle
the ubiquitin for a variety of
purposes. There needs to be a
way to get ubiquitin off proteins and recycled, otherwise it
would be energetically very
costly to the cell. This is where
ataxin-3 functions, in removing ubiquitin from proteins
and recycling them.
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possibility, we are certainly excited about
the prospect.
The second topic I wanted to touch on is the
to counteract the toxicity of other disease
potential use of RNA interference (RNAi) as
proteins. An important clue to the mechanism
therapy. Can we actually use this powerful celof suppression is the fact that ataxin-3’s ability
lular mechanism, RNAi, as a way to block the
to suppress toxicity required its ubiquitin relatdisease process? While we do not yet fully
ed activities. If, for example, the ubiquitinunderstand the biology of polyglutamine discleaving activity of ataxin-3 is disrupted by
eases, we do know that the CAG expansion
changing a single amino acid, this suppressor
leads to some kind of toxic problem at the
activity is completely lost, and full length,
protein level. If we could eliminate that toxic
expanded ataxin-3 now becomes extremely
problem by silencing expression of the protein,
toxic to the f ly.
that could be therapeutically ver y useful.
These findings suggest that ataxin-3 typically
The idea behind RNAi is
ser ves a “good” function in
straightforward. The pathway
protein quality control, one that
to produce a protein from its
just so happens to counteract
blueprint goes through
Can we possibly DNA
the “bad” activity that arises
an intermediate step carried
when the polyglutamine
out by a specific type of RNA,
use this
domain becomes expanded.
the appropr iately named
Consistent with this, ataxin-3
powerful cellular
“messenger RNA” or mRNA.
seems to tolerate larger expanEliminating the SCA3 mRNA
mechanism,
sions than most other polygluwould be a very direct way to
tamine disease proteins (for
prevent production of the
RNAi, as a way
example, 55-60 repeats cause
toxic ataxin-3 protein. RNAi
relatively mild, late onset disease
to block the
provides us with a powerful
in SCA3 but would cause much
way to do that.
disease process?
earlier onset disease in several
RNAi as a way to specifically
other polyglutamine diseases).
tur n of f a target gene was
Of course what is true in the f ly
discovered only a decade ago,
may not be the case in humans.
but it builds on technology that has been
Currently we are taking these studies the next
around for longer. The idea is that you create a
step, trying to confirm the finding in f lies and
complementary nucleotide sequence that will
in mouse models of disease.
recognize a particular gene (mRNA) of interest
A summary of the story so far with ataxin-3
and prevent the production of the protein
function could be this: if you think about
coded for by the mRNA. One key to RNAi is
ubiquitin as very important for protein quality
that it takes place through a double-stranded
control, ataxin-3 appears be a modulator of
RNA intermediate. One strand of this doublethese pathways in which ubiquitin is so imporstranded RNA molecule is complementary to
tant. Remarkably, these same pathways have
your mRNA, and this strand gets incorporated
already been implicated in disease. We have
into a protein complex called the RISC
many more, important questions to answer,
complex. The RISC complex then cleaves the
including: will this knowledge begin to tell us
complementar y mRNA – in our case, it
which biological pathways might eventually
would be the SCA3 mRNA. Part of the power
lead to a therapy? Though we are far from that
of RNAi is that this RISC complex can 

“

”
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continue to act on other copies of the mRNA.
In other words, it is reusable. This means a
relatively small numbers of RISC complexes
can do a very good job of eliminating the
targeted mRNA.
In our studies of RNAi, all of which have
been done in collaboration with Dr. Beverly
Davidson’s lab (also at Iowa), we have taken the
approach of making viruses that generate
RNAi molecules to suppress various dominant
acting disease genes. These have included several polyglutamine disease genes such as those
underlying SCA1 and SCA3. The story is most
complete in SCA1, where Davidson and
colleagues have succeeded in using RNAi to
markedly lower levels of the mutant protein
and slow the disease process in SCA1 transgenic mice. We are now doing the same types
of experiments with ataxin-3, employing the
same technology: generating a recombinant
virus that encodes a short hairpin RNA, or
shRNA. This shRNA then gets processed by
neurons into a RNAi reagent that can suppress
ataxin-3 expression.
To enable us to move this approach closer to
human trials for SCA3, we need good mouse
models of SCA3. Fortunately such models are
f inally beginning to come for ward. Many
questions are yet to be answered and many
challenges lie ahead for RNAi as a potential
therapy. Can we achieve efficient and sustained
delivery of RNAi to the brain in people? A
mouse brain is much smaller than the human
brain. In non-human primates with much
larger brains than those of mice, scientists have
succeeded in delivering virus to large parts of
the brain, but more work still needs to be done
in this regard. And what is the brain region we
should target? In SCA1 mice, where RNAi
worked so successfully, the disease protein had
been engineered to be expressed only in the
Purkinje cells of the cerebellum, so we knew
exactly where to inject the virus. In SCA3, the
disease targets are not just Purkinje cells but
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also include other regions of the cerebellum,
the brainstem and the basal ganglia. Another
important point is the issue of regulatable
delivery of RNAi. Can we create a virus whose
expression is regulated by a small molecule so
that we can turn off RNAi production in the
event that it causes adverse effects when
delivered chronically in people? How about
alternative, nonviral approaches to delivery,
including implantable delivery devices that can
be turned off or on with a switch? Finally,
RNAi takes place through an evolutionarly
conserved biological machinery that serves
important physiological roles in organisms as
diverse as plants and humans. Can we actually
co-opt this nor mally existing biological
machinery to turn off a disease gene without
adversely affecting some of those normal
functions? These are all important questions
we need to answer. Importantly, we are in a
position now where we can answer those
questions.
Let me finish by saying that, even though I
wish we were closer to drug therapy for SCA3,
things are progressing along at a faster clip than
they were a few years ago. I am pleased, for
instance, that the field now has good cell-based
and animal models with which we may be able
to screen for drugs that reduce the toxicity of
expanded ataxin-3 and to screen RNAi as
therapy. Still, we have a large amount of work
to do. One benefit for those of us who care
about SCA3: because of ataxin-3’s newly
discovered connections to ubiquitin pathways,
a number of very good scientists have suddenly
become quite interested in this intriguing
disease protein. These additional br ight,
creative minds can only help advance the cause
of SCA3.
I want to thank the people in my lab, and in
the labs of my collaborators Nancy Bonini, Bev
Davidson, Veronica Colomer, Olaf Riess and
Udo Rub, for all their hard work and clever
ideas.
❖
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Access to Quality

Testing for Rare Diseases:
A National Conference
The following is information on a conference that was held in Rockville, MD in September of 2005. Becky
Kowalkowski, NAF’s Patient Services Director, attended this conference and the following is the overview
that was partially written by the conference steering committee.
The majority of the 6,000 to 7,000 rare
diseases known today are considered genetic
conditions, making genetic testing an essential
element of the diagnosis and management of
patients and their families. However, currently
the development of tests for rare genetic
diseases does not keep pace with the progress
of our knowledge of the genetic basis of rare
diseases.
The goals of this conference were to raise
national awareness of the growing public need
to improve the availability, quality, and accessibility of genetic testing for rare disease and to
promote development of multiple processes
and models to enhance the translation of
genetic tests from research to clinical practice.
The ultimate goal of this effort is to improve

health outcomes of individuals and families
through:
• Access to quality rare disease tests
• Ease of access
• Usefulness of test results
• Adequate follow-up systems
• Education and support after testing is
completed.
It was amazing to see all the multidisciplinary
experts who attended this conference. There
were doctors, nurses, genetic counselors,
executive directors, medical directors, patient
advocates, a congresswoman and many others
who worked together in groups, panels and
breakout sessions, to discuss and develop
recommendations to begin addressing this
important aspect of healthcare.
❖

Vehicle Donation
Donate your used car, truck, boat or RV to
the National Ataxia Foundation and we'll
arrange to have it picked up free of
charge. We accept most vehicles,
even if they don't run. Some
restrictions may apply on older
vehicles, though. It's easy and
convenient, and you'll be eligible
for a tax deduction as well!
Why donate my vehicle?
It's much easier to donate your used
vehicle than it is to sell it yourself. And the tax

savings might even be
more than what you
would receive from a
trade in. You’ll be
spared the ordeal of
selling your vehicle
to a stranger.
How to make a car
donation
Donating is easy!
Just call the National Ataxia
Foundation at (763) 553 -0020.
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International Ataxia Awareness Day

What Did You Do for IAAD?
Greater Atlanta Ataxia Support Group
By Greg Rooks
The Gover nor of Georgia declared
September 25th Ataxia Awareness Day. The
proclamation was signed by Governor Perdue
at a ceremony in the State Capitol on July 29.
Twenty-eight individuals were present for
ceremony and each got to meet Governor
Perdue. A reception with refreshments
followed the ceremony.

The Greater Atlanta Support Group gathered for a
photo and the signing of the proclamation at the
State Capital in celebration of International Ataxia
Awareness Day.

Robey declar ing September 24 Ataxia
Awareness Day in the county. The group also
participated in Seibel Restaurant’s Eighth
Annual Dine for Charity program.

Chesapeake Chapter & Support Groups
By Carl Lauter
Several proclamations and a newspaper article
for September 25th were obtained from the
region. Bill Lee received one from Frederick
City (MD) Mayor Jennifer P. Dougherty and
one from the Frederick County (MD) Board of
County Commissioners. An article was published in the Frederick News-Post.
Golf for a Cure Tournament
By Jim Ciecierski
On August 7, JoAnn, myself and many
friends hosted the Second Annual Golf for a
Cure Tournament in Bridgeport, NY. More
than 150 attended the event raising $12,000 to
support NAF’s research efforts. In addition to
the funds for research we were also able to raise
a significant amount of awareness through local
media attention.

A picnic social to celebrate International
Ataxia Awareness Day was held on Saturday,
September 24 at beautiful Lake Lanier. The
weather was a perfect fall day for a picnic. The
picnic was well attended with 30 members. We
grilled hamburgers and hotdogs and everyone
brought delicious side dishes and desserts.
Everyone enjoyed the food and socializing with
each other.

Howard County Ataxia Support Group
By Kathy van’t Hoff
Ataxia awareness activities included a
Proclamation from County Executive James

Volunteers getting ready for the Second Annual
Golf for a Cure tournament held in Bridgeport, NY.

Continued on page 14
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International Ataxia Awareness Day
Continued from page 13
The tournament provided many exciting
games including a hole-in-one contest where
the winner would receive a convertible sports
car! In addition, many donated items were
given for the events silent auction. JoAnn and I
would like to thank all who participated in this
wonderful event.

Northern California
Ataxia Support Group
By Deborah Taylor Omictin
The Northern California Ataxia Support
Group (NCASG) celebrated International
Ataxia Awareness Day (IAAD) with a fun family event at Six Flags Marine World in Vallejo.

Winter 2005-06

that ataxia t-shirt. Your adventurous spirit is
inspiring, and is just the kind of advertising we
needed!
Thank you to everyone (especially Fernando
Wu) who bought tickets to reimburse me. We
want to continue to fundraise next year to help
support the important efforts by NAF. Please
contact me with your ideas.

New England Fish Fry
Jim Coyne, wife Jane, daughter Stacy and
others held a fish fry to raise awareness and
funds for ataxia research. Prior to expenses, the
total receipts reached $4,766! In addition, they
would like to extend gratitude to local merchants for their generous contributions.
The Flag of the
United States of America
NAF received a f lag and certificate stating “a
f lag was f lown over the United States capital
on September 25th, 2005, at the request of the
Honorable Kay Bailey Hutchison, United
States Senator.”
The “f lag was f lown for National Ataxia
Foundation, International Ataxia Awareness
Day.”
Tampa Bay Ataxia Support Group
The Tampa Bay Ataxia S.G. received
Proclamations from Sarasota, Tampa and
Orlando.
Alabama Ataxia Support Group

The Northern California Ataxia Support Group at
Six Flags (left to right): Robert Schlattman, Tippi
Schlattman, Deborah Omictin, Brianna Schlattman,
Scott Schlattman, George Taylor, Tony Sarmiento
and Lisa Taylor.

Thanks to Tippi and Family who made their
first meeting with NCASG at Marine World!
Hope to see you at the quarterly meeting.
A special congratulations and acknowledgement to Olivia Douglas who was the only
member to ride every roller coaster at Six Flags!
What a great way to get noticed and show off

By Janet Skotnicki
To celebrate National Ataxia awareness
month in September, we had lunch together at
a local Red Lobster. We spent several hours
eating with friends we had not seen over the
summer and planned some speakers for
upcoming meetings.

Alabama Ambassador
By Dianne B. Williamson
In north Alabama, Ray and Judy Williams’ 
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This display was created by Dianne Williamson,
Alabama Ambassador. It was shown during the month
of September in the lobby of the Huntsville-Madison
County Library. The fiddle theme was selected in
keeping with an upcoming, well known regional
bluegrass fiddler competition.

church held a gospel concert in Ray’s honor,
and to promote IADD. Area professional
gospel groups donated their performance time,
and Dianne Williamson created an IADD display for the lobby. As a result, the 250 attendees voluntarily donated a total of $600 to
NAF for ataxia research.
Huntsville-Madison County Library’s main
lobby displayed a scarecrow playing a fiddle,
with caption “Ataxia Doesn’t Fiddle Around”,
accompanied by a display featuring Alabama
Support Group photos and information about
ataxia. The display, created by Dianne
Williamson, was featured during the month of
September. The f iddler theme was selected

Ray and Judy Williams of Athens, AL, accepted a
check on behalf of the National Ataxia Foundation
from their pastor. Donations of $600 were collected
when approximately 250 persons attended a benefit
gospel concert at their church to promote IAAD.

because Dianne’s husband, Phil, is a wellknown fiddler in the area, and the theme was
also in keeping with a large upcoming regional
fiddler’s convention being held in Northern
Alabama in October.
❖

Editors Note: If you participated in International
Ataxia Awareness Day and your activities were
not published in this issue, please let us know. We
will print it in the spring 2006 issue.

There Was a Time
by Harvey Nevis

There was a time, it must be so
A time before, when I didn’t know
A time of innocence and days of happy illusion
I don’t remember when but a time before confusion
Now I know and there is nothing to be done
I can only hope there is a way to see the sun
Even though it is the nig ht
A flame of hope in me is sometimes burning brig ht
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Winter Tips and More
NAF has permission from the “The Comfort of Home” series to reprint the following excerpts.
Americans over the age of 65 are one of the
groups at greatest risk of dying in a fire. On
average, 1,000 Americans age 65 and over die
in fires. (People over the age of 80 die in fires at
a rate three times higher than the rest of the
population.) However, caregivers can help by
taking steps to dramatically reduce the chance
of the person in their care becoming a f ire
casualty.

Safety Tips for People
with Disabilities
People with disabilities
should be more cautious
because of physical limitations and a decreased ability
to react in an emergency.
In some cases people with
disabilities may need the help
of a caregiver to practice
proper fire safety precautions.
People with disabilities
should be aware of the special
fire warning devices that are
available such as smoke alarms
with a vibrating pad or f lashing lights for the
deaf and hard of hearing.
In case of fire, plan escape around the person
in your care’s capabilities.
• Know at least two exits from every room
and be sure a walker or wheelchair can get
through the doorways.
• Contact your local fire department’s nonemergency line and explain the special needs.
They will probably suggest escape plan ideas,
and may perform a home fire safety inspection
and offer suggestions about smoke alarm placement and maintenance.
• Ask emergency providers to keep the
person’s special needs information on file.

• Keep a phone near your bed and be ready
to call 911 or your local emergency number if a
fire occurs.
Source: USFA, www.usfa.fema.gov

Smoke Alarms
Every home should have at least one working
smoke alarm, ideally one in every room. A
working smoke alarm can double the chance of
survival.
Tip: Remember to replace
smoke alarm batteries twice a
year in the spring and fall when
you change the clocks for daylight
savings time.
Keep Gas Bills Down!
Wear lightweight clothes in
layers to stay warm and use
these tips to make your home
efficient and cozy:
• Close the damper when
not using your fireplace.
• Seal windows and door
frames with caulking. Use a
rolled towel against a door to keep out the
draft.
• It’s less expensive to warm up your home
than to keep furnace running, so turn down
thermostat when you go out.
• Clean and replace filters regularly because
dirty filters reduce airf low.
• Open shades on south facing windows on
sunny days and close shades at night.
Taking Care of Yourself
Heart Healthy Diet
In our busy caregiving day it is easy to forget
the important food groups. Be sure to get some
servings of these foods each week:
• Fish twice a week helps maintain normal 
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Easy Ways to Cut Down on Fat
Well, we’ve all heard it before, we need to
cut down on the fat that we eat, but how do
we do it? Here are a few easy suggestions to
follow.
• Replace the half and half for your coffee
with a nonfat half-and-half creamer.
• If you use butter or margarine, spread it
more thinly on your bread and buy lower fat or
polyunsaturated products.
• If you eat ice cream, switch to a low-fat
yogurt dessert or some other lower-fat frozen
alternative.
• Make your own salad dressing out of olive
oil or sunflower oil. Cut back on the amount of
oil in the dressing by adding more vinegar
instead. Try rice vinegar, which has a lighter
flavor than many types of vinegar.
• Eat more foods that are steamed, baked
or raw – and stay away from fried foods as

heart function and promote healthy blood
pressure. Salmon, tuna, mackerel, and sardines.
• Beans three to four times a week reduces
LDL (“bad” cholesterol). When beans substitute for animal meat, they reduce saturated fat
in your diet.
• Vegetables every day for fiber and nutrients
that decrease LDL cholesterol and prevent
hardening of arteries. Try broccoli, caulif lower, brussels sprouts, and cabbage.
• Brightly colored vegetables every day keeps
weight down, which reduces heart disease.
Include spinach, romaine lettuce, winter
squash, carrots, and bell peppers.
• Fruits every day for f iber. Have apples,
peaches, plums, apricots, berries, dried fruit, or
frozen fruit (Not fruit juice because it doesn’t
have fiber).
• Whole grains every day. Whole-wheat
bread, brown rice, oatmeal, and popcorn.
• Canola and soybean oil-every day replacing
butter, margarine, or shortening helps normal

much as possible.
• Be careful in choosing foods to snack on.
Even some that tout themselves as healthy
can be loaded with fat.
• When you cook, try to add as little fat as
possible. If you need to fry onions in oil for
instance, use the smallest amount of olive oil
or other high quality oil you can get away with.
• Eat fresh fruit when you need a pick me
up instead of grabbing a candy bar or cookie.
• Make more vegetarian or mostly vegetable-based meals.
• Be creative and cook with spices to add
flavor, rather than relying on cooking methods
such as frying. Use basil, ginger, turmeric,
mustard seeds, sesame seeds, cinnamon and
nutmeg.
© First Draft. Reprint permission granted to the
National Ataxia Foundation.

heart function.
• Low-fat or non-fat dairy products every
day replacing whole-fat dairy products reduces
risk of heart disease. Buttermilk and low-fat or
non-fat milk, cottage cheese, and yogurt.
Source: WebMD 2002

Spreading the Flu
People with the f lu are contagious for 24
hours before they start to feel sick. That’s
because f lu symptoms such as a sore throat or
headache are actually the body’s way of mounting a reaction to the virus. Adults who do have
symptoms can continue to pass on the virus for
three to seven days after their symptoms
appear, and children can pass along the virus for
more than seven days after the onset of symptoms. Wash your hands frequently to avoid
spreading germs.
❖
Source: Centers for Disease Control & Prevention

Flu Season is here again. Don’t
forget to get your f lu vaccination.
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Help Us to Help Ourselves
By Jennifer Stewart-Page
I did not want to be disabled, it just happened. My life was fine. I had gotten to the
point where I was enjoying my life: I was happy
and contented. Then along came Progressive
Degenerative Spinocerebellar Ataxia.
My story begins in June 1997. I was having a
shower at my ex-husband’s home in Montana
when I fell in the bath tub. I could not move. I
lay there in excruciating pain for a few seconds
during which my ex-husband, who had heard
the sound of me falling, suddenly appeared and
helped me out of the shower. After entering his
car and positioning myself, with his help, in a
semi-lying position, we hurried to the emergency room of the local hospital. I learned,
there, that I had a few cracked ribs. There was
nothing much the doctor could do to help me
except to locate the problem, prescribe some
painkillers, and recommend a few physical
therapy sessions.
The physical therapy sessions were helpful,
and, although still in pain, I departed for my
next assignment at the U.S. Embassy, Lusaka,
Zambia. My career with the Department of
State began in September 1991 as one of two
secretaries to the Economic Section, U.S.
Embassy, Seoul, South Korea. My first assignment to that part of Southeast Asia was unforgettable. I made new friends, visited new places
and made progress in the academic world.
Panama was my second assignment and was
also very enjoyable. My assignment to Panama
was tainted by a surgery for a ruptured disc that
had scattered over levels C6 and C7 of my
spinal column.
My third and last assignment was at the U.S.
Embassy Lusaka, Zambia, South Africa. When
I arrived in Lusaka, the pain in the area of my
ribs had disappeared and only bothered me at
bedtime. As a result, I slept for four weeks in a
semi- or upright position. Five weeks after my
departure from Montana, the pain had gone
and so had most of the memories associated

with it. I was affected, though, with other
ailments. Some were treated and disappeared
without any consequences. However, there
were some symptoms that appeared to remain
and gradually worsened over time. None of the
medical personnel I consulted in Africa could
diagnose my condition. Our resident nurse
told me that I did not want to get old and my
resistance had manifested itself as my failing
balance. A few weeks later with my unexplained deteriorating health I left Zambia and
returned to the U.S. with the intention of
being diagnosed and treated for my worsening
condition.
I cannot begin to explain how alone I felt! I
had not met anyone who shared my symptoms.
Furthermore, no one could explain what was
happening to me. In order to diagnose my
problem, I saw many specialists and took
various neurological tests in Great Falls, MT. I
began my truth-finding journey by consulting
a mouth, ear, and throat specialist; an ophthalmologist; two neurologists and many primary
care doctors. By the time I left Montana to
begin a new job in Minnesota on January 28,
2001, I had seen 10 doctors and I was still none
the wiser. Over time, I ceased doing most
physical activities. At my supervisor’s request, I
contacted an ataxia support g roup in
Minneapolis, and consulted a neurologist at the
Mayo Clinic in Rochester, MN. After a few
consultations and examinations, the neurologist at the Mayo Clinic told me that I was suffering from Sporadic Progressive Degenerative
Spinocerebellar Ataxia. He was very matter-offact about his diagnosis at first but was very
helpful to me afterwards. At his suggestion, I
used a walker to move around at my place of
employment, which prevented me from falling
and enabled me to be mobile around the office.
I sought out a researcher at the University of
Minnesota. I volunteered for research.
However, I ceased to take some of the 
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examinations he ordered because, by then, my
tolerance for pain had deter iorated.
Nevertheless, the neurologist and his staff were
helpful and kind to me. Soon after, however,
my balance deteriorated even further; my
coordination suffered and the tremors in my
body increased. In addition, I became easily
fatigued – I was unable to accomplish most
menial tasks, some of which I cannot do even
to today. As a result, I stopped driving, left the
state, and quit my job. I had to use my initials
for signatures because it became almost impossible to write. I also gave away my two pet dogs
(basset hounds); I could not take them for
walks or to the vet. I made a few other adjustments that gave me balance in my life even
though my condition continued to deteriorate.
Every three to four months, I take an eye
test. Usually, my lenses are changed for
stronger ones. The muscles in my throat have
become weaker, so that my slurring is more
pronounced. At times I am incomprehensible,
but I persevere. The weak muscles throughout
my body significantly affect eating, drinking,
and sometimes sleeping. I even bite my tongue
sometimes when I’m asleep: the lower teeth on
the right side of my mouth are sometimes
attacked by my upper, right teeth when I try to
chew. Sometimes, the back of my head gets so
tight that I think it’s going to burst. I have at
least one migraine attack per day. I cannot seek
any kind of employment because of my condition, but I have joined a center for the independence of the disabled in New York City.
Presently, I live in Corona, NY in a studio
apartment. Since I’ve been in New York City,
I’ve tried to do a few things in order to maintain my independence. For instance, I’ve tried
to make new friends. I’ve even tried to teach
English as a Second Language. I now participate in lobbying for People with Disabilities
and I volunteer a few hours each week at the
Center for the Independence of the Disabled
of New York. I find that maintaining balance
in my life is a major part of keeping sane.
Changes must be made and I would like to be
part of those changes. Being retired and staying
involved isn’t so bad after all!
❖
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StockTalk
As with every economic turn, up or down,
some stocks fare better than others. Have we
seen the highs for gas and oil prices or is this
only the beginning of future highs? How do
these costs affect various markets and what
are the long-term affects?
There are many economic forecasters and
economic indicators to hedge one way or the
other. As an investor you want to look at
solid performance, a long track record, and
continued results. One investment which
meets these cr iter ia is investing in the
National Ataxia Foundation.
Directly donating appreciated stock to the
National Ataxia Foundation is a wise investment strategy. Through this kind of investment, you not only provide for important
programs for ataxia families, but you also
receive significant tax advantages.
Your investment through directly donating
appreciated stock enables you to make a tax
deduction on the value of the donated stock
and also eliminates any and all capital gains
tax on your investment.
Donating appreciated stock directly to the
Foundation is a powerful tool in supporting
promising ataxia research and meaningful
programs for ataxia families. You may designate your appreciated stock to ataxia research
or for research on a specific form of ataxia.
A number of NAF supporters have donated
appreciated stock to the Foundation and have
discovered the many tax advantages in this
type of donation. To take full advantage of
the tax laws, please contact your financial
advisor or tax accountant before directly
donating appreciated stock.
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From the Desk
of the Executive Director
It is time again to begin planning to attend “Birds of a Feather” where persons with the
the 2006 NAF Annual Membership Meeting, same form of ataxia can meet, share, and net“Beacon of Light.” The meeting will be held at work. Medical doctors will be present at each
the Boston Marriott Quincy from March 17- 19, “Bird of a Feather” session to answer ques2006. This is the first time that an NAF annual tions and provide valuable information.
The Friday night reception will be fun and
membership meeting has been held in the
Boston area and we are very excited about entertaining. The Friday reception will include
this historic location, its ambiance, and the hot and cold hors d’oeuvres, refreshments,
and a special theme cake, a female barbermany things to see and do.
The New England Support Group will be shop quartet, and a St. Patrick’s Day theme.
hosting the 2006 meeting. Recently I had the Friday is St. Patrick’s Day and we encourage
opportunity to meet with many of the support all of our attendees to wear “Green”.
Saturday afternoon sessions have
group members in the Boston
been expanded to include breakarea and was impressed with
out sessions and workshops.
their dedication and commitment
Session subjects will include
in making this meeting a memosuch topics as Speech, Genetics
rable event.
and Ataxia, Communicating with
Prior to the meeting, on
your Doctor, Caregiver Coping,
Thursday, March 16, 2006, will
Occupational Therapy/ Physical
be the leadership meeting where
Therapy, Nutrition, Alternative
NAF Chapter presidents, support
Exercise, Planning for the
group leaders, and ambassadors
Financial Future of Persons with
meet to learn and share about
Disabilities, Intimate Relations,
helping local ataxia families. That
Computer Software for the
day will also include a teen outing
Physically Challenged, and much
to the Boston Science Museum Michael Parent
more.
and Omni Theater. Adults may
Join us at the Saturday night banquet with
also join the fun at the Boston Science
Museum in the afternoon. Transportation will old and new friends and enjoy great food,
wonderful entertainment, and a chance to win
be provided for a reduced fee.
This year there will be an expanded teen pro- terrific prizes. We have made special arrangegram throughout the weekend that will include ments with the head chef and I know you will
a pizza party, outing to the Boston Science enjoy the wonderful meal being planned.
As Sunday’s general sessions come to a
Museum and Omni Theater, various speakers
close you will leave with a better understandjust for teens, and much more.
Friday morning starts the official kick-off of ing about ataxia, be better informed about the
the meeting beginning with general sessions. current ataxia research efforts, and maybe
The 2006 meeting has been expanded to most importantly you will have meet many new
include general session on Friday, Saturday, friends.
You may wish to come a few days earlier or
and Sunday mornings. General Sessions
include speakers who are ataxia researchers stay a couple of days after the meeting to
who give us the latest information about ataxia enjoy the city of Boston with its history, wonresearch. At the end of each general session, derful restaurants, and great entertainment.
there will be a question and answer period to Please join us at the 2006 NAF Annual
Membership Meeting, “Beacon of Light,” for a
ask researchers your questions about ataxia.
Friday afternoon will feature the popular lifetime of great memories.

Generations

Winter 2005-06

Page 21

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 (includes S&H)

Ballads of a Family Man
A CD containing 10 songs in memory of Billa
Ballard. $5 of the purchase price goes to support
the work of the NAF. $13 (includes S&H)

“Keep A Goin’” by Jeff and Melinda Cromwell
Fifty stories about fellow ataxians from around
the world. A portion of the proceeds from this
book benefit NAF’s research program. Paperback.
$13 (includes S&H)

“Together there is Understanding”
A continuation and expansion of the NAF video
“Together There is Hope,” this 50-minute video
provides an in-depth look at ataxia and ataxia
research. Features state-of-the-art graphics and
interviews with many of the world’s leading ataxia
experts. VHS $20 or DVD $25 (include S&H)

“Living with Ataxia” by Martha Nance, MD
New second edition! A compassionate, easy to
understand explanation and ideas on how to live
with ataxia. Paperback. $14 (includes S&H)
Friedreich’s Ataxia Research Cookbook
Julie Karjalahti, of Savage, MN, has published this
cookbook to raise money for F A research. Recipes
from around the United States. $12 (includes S&H)
“Healing Wounded Doctor-Patient Relationships”
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 (includes S&H)
“Recipes and Recollections”
by Kathryn Hoefer Smith
Full of delicious recipes and recollections. Perfect
for fund raisers. Proceeds go towards FA research.
Paperback. $10 (includes S&H)

SHIRTS / MISCELLANEOUS
2005 Annual Meeting T-Shirt
Light blue with the Ray of Hope logo. Sizes small
to XXX-large. $10
2005 Annual Meeting DVD or VHS
Set of 5 DVDs $75. Set of 4 VHS $50.

NEW !

“Ataxia is not a foreign cab” T-Shirts
White. New design. Sizes small to XXX-large. $10
“Ataxia is not a foreign cab” Sweatshirts
Ash colored. Sizes small to XXX-large. $20
Window Clings & Bumper Stickers
$1 each or 6 for $5

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

NAME: ______________________________________

____________________________________________

ADDRESS: ___________________________________

____________________________________________

CITY ________________ STATE: ____ ZIP: _______

____________________________________________

PHONE: _____________________________________

____________________________________________

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

Description

Qty. Size

____________________________________________
____________________________________________
____________________________________________

CIRCLE ONE:

Visa

Mastercard

NAME ON CARD: _____________________________

ORDER TOTAL: ____________________________

CARD #: __________________________________
EXP DATE: ___________________________________

PLEASE ALLOW 4-6 WEEKS FOR DELIVERY

SIGNATURE: _________________________________
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The Board of Directors of the National Ataxia Foundation
Cordially Invites You to the 2006 Annual Membership Meeting

“Beacon of Light”
Dates: March 17-19, 2006

Location: Boston Marriott Quincy
1000 Marriott Drive
Quincy, Massachusetts 02169
(866) 449-7387 or (800) 228-9390

Advance Registration Fee for NAF members or Spouse:
A low per person registration fee of $50 gains you complete access to all Break Outs and
General Sessions, as well as participation in exhibits, breaks, the Friday Night 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 spouses and children under 18 only!) $50 per
person with a maximum fee of $200.
Non-Member Advance Rates:
If you are not a current paid member of NAF, the advance registration rate is $80 per person
with a $320 maximum for families.
Late Registration or Registration at Door (NOT RECOMMENDED):
The fee for registrations postmarked after February 22, 2006 is $60 per person for NAF
Members, ($240 maximum for families) and $90 for non-members ($360 for families).
PLEASE NOTE: The Registration Fees DO NOT include
any Adult Early Arrival Outings or transportation fees.

Instructions for Registration:
1. Complete the enclosed registration form and mail, with your payment, to NAF headquarters. Please fill out the form completely. We will need all of the requested information to
complete preparations for the meeting. (Registration fees do not include hotel reservations.
Please see next item.)
2. For your hotel reservation, please call the Boston Marriott Quincy at (866) 449-7387 or
(800) 228-9290. Please specify that you will be attending the NAF meeting for the special rate
of $123 (single/double). The cut-off date for hotel reservations is February 22, 2006.
Reservations received after that date, or if our block of rooms is full, will be accepted on a
space available basis only, and will be charged a higher rate.
3. 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 over two years
will be charged the full conference fee.
4. Childcare services will not be provided by NAF or its local volunteers
5. Complete and return both pages of the Registration form by February 22, 2006. Please fill
out the name portion of the registration exactly as you would like it to appear on your name
badge.

Generations

Winter 2005-06

Page 23

2006 NAF Annual Membership Meeting Agenda
Please Note: Due to circumstances beyond our control, this meeting agenda is subject to change.

WEDNESDAY
Event

Location

Time

Registration .............................................. Dorothy Quincy B-C .................................................... 6:00 - 9:00 p.m.

THURSDAY
Event

Location

Time

Registration .............................................. Dorothy Quincy B-C .................................................... 8:00 a.m. - 8:00 p.m.
Early Teen Outing .................................... Museum of Science, Boston ....................................... 12:00 noon
Early Adult Outing ..................................... Museum of Science, Boston ....................................... 12:30 - 7:00 p.m.
Leadership Meeting .................................. Salons 1-4 .................................................................. 1:00 - 5:00 p.m.

FRIDAY
Event

Location

Time

Registration .............................................. Dorothy Quincy B-C .................................................... 8:00 a.m. - 12:30 p.m.
4:30 - 6:30 p.m.
General Sessions ..................................... Ballroom ...................................................................... 9:00 a.m. - 11:30 p.m.
Time
Speaker
Topic
9:00 a.m. .................... Arnie Gruetzmacher ......................... Welcome/Opening Remarks
9:30 a.m. .................... Schmahmann, MD ........................... Cerebellum: New Concepts and Direction for Treatment
10:00 a.m. .................. Elizabeth O’Hearn, MD ..................... SCA12 Research
10:30 a.m. .................. Alexander Runko, PhD ..................... Post Doc FA Research
11:00 a.m. .................. Michael Wilensky, MD....................... Surviving the Storm of Symptoms Associated with the
Ataxia Syndromes
11:30 a.m. .................. Panel ................................................. Question and Answer
Event

Location

Time

Lunch ........................................................ On Your Own .............................................................. 12:00 noon
Birds of a Feather ..................................... Ballroom ...................................................................... 2:00 - 5:00 p.m.
Reception ................................................. Ballroom ...................................................................... 7:00 p.m.

SATURDAY
Event

Location

Time

Registration .............................................. Dorothy Quincy B-C .................................................... 7:30 - 11:30 a.m.
4:00 - 6:30 p.m.
Business Meeting ..................................... Ballroom ...................................................................... 8:00 a.m.
General Sessions ..................................... Ballroom ...................................................................... 8:30 - 11:00 a.m.
Time
Speaker
Topic
8:30 a.m. .................... Stephen Pulst, MD ............................ Research Review
9:00 a.m. .................... Arnulf H. Koeppen, MD ..................... Neuroanatomy and Neuropathology Explain the
Occurrence of a Ataxia
9:30 a.m. .................... Laura Ranum, PhD ........................... SCA 5
10:00 a.m. .................. John Day, MD, PhD .......................... TBA
10:30 a.m. .................. Panel ................................................. Question and Answer
Event

Location

Time

Lunch ........................................................ On Your Own .............................................................. 11:00 a.m. - 1:00 p.m.
Breakout Sessions ................................... Ballroom/Dorothy Quincy B-C ................................... 1:00 - 5:00 p.m.
Continued on page 24
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2006 NAF Annual Membership Meeting Agenda
Please Note: Due to circumstances beyond our control, this meeting agenda is subject to change.

SATURDAY (continued)
Time

Salon 1 & 2

1:00 p.m.

Salon 3 & 4

Salon 5 & 6

Salon 7 & 8

Dorothy Quincy A

O.T.P.T

Planning
for the
Future
of Persons
with Disabilities

Home
Modifications

Computer
Adaptations
for People with
Physical
Disabilities

Coping
2:00 p.m.

Speech and
Swallowing

3:00 p.m.

Nutrition
Intimate
Relations

4:00 p.m.

Event

Alternative
Exercise
Location

Tricks of the Trade

Fundraising
Genetics
and
Ataxia

Caregiving
Coping
Communicating
with Your Doctor
Time

Catholic Service ........................................ Dorothy Quincy A ....................................................... 6:00 - 6:45 p.m.
Nondenominational Service ..................... Abigail Adams ............................................................. 6:00 - 6:45 p.m.
Silent Auction ............................................ TBA ............................................................................. 3:30 - 7:30 p.m.
NAF Banquet ............................................ Ballroom ...................................................................... 7:00 p.m.

SUNDAY
Event

Location

Time

Registration .............................................. Dorothy Quincy B-C .................................................... 7:30 - 11:00 a.m.
General Sessions ..................................... Ballroom ...................................................................... 8:00 a.m. - 1:00 p.m.
Time
8:00 a.m.
8:30 a.m.
9:00 a.m.
9:30 a.m.

Speaker
Topic
.................... TBA ................................................... TBA
.................... Susan Perlman, MD ......................... Sporadic
.................... Lisa Demers, MS............................... Genetic Testing
.................... Henry Gerwirtz, MD........................... Genetic Mechanisms Active in the Regulation
of Myocardial Blood
10:00 a.m. .................. Break
10:30 a.m. .................. Chris Gomez, MD.............................. SCA 6
11:00 a.m. .................. John Day, MD, PhD .......................... Summary of What We Have Learned
11:30 a.m. .................. Panel ................................................ Question and Answer
12:00 noon ................. Arnie Gruetzmacher.......................... Closing Remarks

ATTENTION
All Ataxia Orientated Internet Site Users are welcome to attend a Special Internet Group scheduled at the 2006
NAF Annual Membership Meeting.
The Internet Group is scheduled to meet from 7:00 – 9:00 pm. on Thursday, March 16. Please see the Annual
Membership Meeting Program for the latest information about this group. This is a great opportunity for NAF Chat
Room users and other ataxia orientated Internet site users to meet and socialize.
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2006 NAF Annual Membership Meeting Registration
1. Name: _______________________________
Address: ______________________________
City/ State/ Zip: _________________________
Phone: _______________________________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0 -12)

2. Name: _______________________________
Address: ______________________________
City/ State/ Zip: _________________________
Phone: _______________________________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0 -12)

3. Name: _______________________________
Address: ______________________________
City/ State/ Zip: _________________________
Phone: _______________________________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0 -12)

4. Name: _______________________________
Address: ______________________________
City/ State/ Zip: _________________________
Phone: _______________________________
E-mail: _______________________________
InterNAF/ Chat Name:____________________
❒ Adult (18+) ❒ Teen (13-17) ❒ Child (0 -12)

5. Assist Dog Name (if applicable): _______________________________________________________

MEMBERSHIP INFORMATION
Are you a member of NAF*? ❒ Yes ❒ No
If YES, what type of member? ❒ Individual ❒ Household ❒ Professional ❒ Lifetime
*Research donations are separate from membership donations

TRAVEL INFORMATION
Due to the layout of Logan International Airport, it is IMPERATIVE to know what Air Carrier is being used and the time and
date of your arrival and departure to accommodate adequate ground transportation to and from the Quincy Marriott.

Flying? ❒ Yes ❒ No If no, how will you be traveling (i.e., driving, bus)? __________________________
Air Carrier: _______________________________ Flight Number: _____________________________
Arrival Date: ______________________________ Arrival Time: _______________________________
Departure Date: ___________________________ Departure Time: ____________________________
Please complete the following table for each person:

#1

#2

#3

#4

1. Is this your first NAF Annual Meeting? (Y or N)
2. Will you be participating in the Teen Program? (Y or N)
3. Are you attending the Saturday evening banquet*? (Y or N)
*This is included in your registration fee

4. If you are attending the banquet, would you like the vegetarian
option? (Y or N)
5. Will you be using a Scooter (S), Manual Wheelchair (M),
Electric Wheelchair (E), or a Walker (W)?
6. Do you require a van with a lift? (Y or N)

Registration Deadline is February 22, 2006
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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2006 NAF Annual Membership Meeting Registration
Payment Information for NAF MEMBERS

Amount

Registration Fee for INDIVIDUAL Members or Spouse

$50 ea.

Quantity

Total

Quantity

Total

Quantity

Total

$50 ea.
or maximum
$200

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: $200
Late Registration for NAF Members (Includes registrations
postmarked after Feb. 22 and all registrations at the door )

$60 ea.

Payment Information for NON-NAF MEMBERS

Amount

Registration Fee for Non-NAF Members

$80 ea.
$80 ea.
or maximum
$320

FAMILY RATE for Non-NAF Members (Maximum family
rate for individuals, their spouses and children under
18 who are not members of NAF) Maximum: $320.00
Late Registration for Non-NAF Members (Includes registrations postmarked after Feb. 22 and all registrations at the door )
Additional Donations

$90 ea.

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)
(If you are not a current member, you must still register as a non-member.)

Yes, I’d like to help others attend an annual meeting in the future!
Here is my sponsorship contribution!
❒ $50 (Offset of Registration) ❒ $250 (Travel Grant)
❒ Other: _____________ (Any amount is helpful!)

Please complete the following table for each person:

#1

#2

#3

#4

Friday Box Lunch – $10
Saturday Box Lunch – $10
Adult Early Arrival Outing (Thursday) – $10
See meeting information for more details

Teen Early Arrival Outing (Thursday) – Free for teens
See meeting information for more details

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: ______________________

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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ANNOUNCING THE

National Ataxia Foundation
2006 Annual Membership Meeting
March 17-19, 2006
(Leadership Meeting March 16)

Join us in Boston for the Annual Membership Meeting!
The Boston Marriott Quincy is pleased to provide
specially priced rooms for the National Ataxia Foundation.
Rooms are available at the special rate of $123.00 per night.
Please be sure to make your reservations by February 22, 2006
in order to secure the special group rate. If rooms are available, the
special rate will be extended 3 days before and 3 days after the meeting.
To book your stay online, simply click on the following link –
www.stayatmarriott.com/Ataxia/ – and select the dates of stay.
If you would prefer to make your reservations by phone, please call
toll free (866) 449-7387 or (800) 228-9290 and ask for the
special rate for the National Ataxia Foundation Conference.
PLEASE NOTE IF YOU NEED AN ADA ROOM:
Please call NAF directly at (763) 553-0020. ADA rooms requested only through
the hotel will not be honored. To avoid any confusion on the assignment of an ADA room,
be sure you call NAF directly. Rooms will be released by NAF on a first come, first served basis.

We look forward to seeing you in Boston!
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Please see directions and terms at right.
W

Q

P

I

W

B

V

D

E

R

T

Y

U

O

L

H

G

K

F

B

B

C

F

O

C

U

R

T

Y

V

M

G

W

N

B

X

C

Z

W

O

A

H

W

F

L

I

G

H

T

S

B

O

S

T

I

N

W

A

K

S

P

R

B

E

A

C

W

J

C

A

T

E

H

R

O

U

G

H

F

T

H

O

R

E

S

T

R

I

C

T

I

O

N

E

N

Z

Y

M

E

O

O

M

I

T

Q

U

I

N

Y

J

U

A

N

W

I

T

A

G

V

N

P

O

B

H

N

I

H

G

W

I

G

E

Q

I

U

N

Z

C

R

M

E

S

O

V

L

E

A

D

E

R

S

H

I

P

A

B

E

W

D

A

M

O

L

E

C

U

L

A

R

G

E

N

E

T

I

C

S

K

F

R

V

M

T

R

G

L

A

F

W

B

V

Q

A

Z

F

L

Y

I

H

R

B

E

A

C

O

N

O

F

L

I

G

H

T

N

W

T

O

R

Z

I

C

O

M

L

E

T

I

O

N

Z

E

M

A

T

A

Z

I

C

A

O

K

U

Z

A

L

S

J

H

U

M

A

N

X

B

R

C

L

K

N

T

G

E

N

E

B

E

Y

W

Q

B

P

W

I

N

T

R

O

N

T

T

S

C

I

E

N

C

L

E

G

E

L

X

A

Y

V

M

C

Z

I

Q

R

I

B

O

S

O

M

E

S

J

D

B

G

H

A

L

L

E

S

U

S

Y

S

T

R

A

N

S

G

L

A

O

E

M

V

W

D

J

E

I

M

E

T

A

B

O

L

I

C

D

I

S

O

R

D

E

R

L

N

N

K

I

D

N

Y

W

F

E

N

E

U

T

H

E

A

R

T

X

S

C

A

L

L

E

J

B

R

A

I

N

W

O

S

P

E

C

L

F

E

Y

G

W

O

R

D

E

L

E

T

I

O

N

Y

L

I

V

E

R

D

G

J

B

I

W

C

X

Q

U

I

N

C

M

A

R

R

I

E

X

N

W

T

Y

L

E

R

O

C

K

B

W

X

A

T

K

D

J

W

T

A

C

Z

W

T

R

A

N

S

G

E

N

I

C

V

L

U

N

G

H

P

V

Winter 2005-06

Generations

Page 29

Word Find Directions: Circle the terms, defined at right when you find them. The terms can be found
across, down, and diagonal. The answers can be found on page 36.
ALLELE: One of the two genes responsible for a
specific genetic characteristic. Alleles (genes) are
inherited separately, one from each parent. For
instance, you might inherit an allele (gene) for black
hair from your father and another allele for blond hair
from your mother.
ANTISENSE DNA: A synthetic DNA strand that is
complementary to a particular strand of target DNA
with a complementary sequence of bases. This results
in preventing expression on the gene encoded. These
proteins can be used to selectively turn off production
of certain proteins or block genetic instructions.
ATAXIA: “Poor Coordination.” It can be used to
refer to a neurologic symptom which can have many
causes or to denote one of several degenerative
diseases that cause poor coordination.
BEACON OF LIGHT: Theme of the 2006 National
Ataxia Foundation Annual Membership Meeting.
BOSTON, MA: Boston, MA is the location of the
2006 NAF Annual Membership Meeting.
BOSTON MARRIOTT QUINCY: Official hotel of
the 2006 NAF Annual Membership Meeting.
CHROMOSOME: Spaghetti-like structures that contain the genetic material (DNA) that determines
hereditary characteristics. Each cell of the human
body contains 23 pairs of chromosomes and each
chromosome is made up of many genes. Twenty-two
of the 23 chromosomes are called autosomes. The
23rd pair is referred to as the sex chromosome which
determines the sex of an individual.
DELETION: A type of gene mutation when a letter
(A, C, G or T) is left out within the DNA helix as the
DNA message is read.
DYSTONIA: A disorder caused by prolonged muscle
spasms that hold part of the body in an unnatural
posture of cause twisting and repetitive movements.
EXON: A DNA sequence that is ultimately translated
into protein.
INTRON: A non-coding sequence of DNA within a
gene that divides exons. Genes may contain as many
as 80 introns.
METABOLIC DISORDER: A disease caused by
deficiencies of some biochemical reactions governed
by enzymes which are under genetic control.

MOLECULAR GENETICS: The study of the flow
and regulation of genetic information between DNA,
RNA, and protein molecules.
RESTRICTION ENZYME: A protein which recognizes a specific short sequence of DNA bases and
biochemically severs any DNA sequence containing
that exact combination. Geneticists use restriction
enzymes as the molecular equivalent of scissors, to
cut DNA sequences at will.
RIBOSOMES: They interact with messenger RNA
and transfer RNA to join together amino acid units
into polypeptide chain according to the sequence
determined by the genetic code.
TRANSGENIC: The word used to describe an
organism in which a foreign gene (a transgene) is
incorporated into the organism i.e. mouse, yeast, fruit
fly, etc., early in its developing form. The goal of this
process is to mimic the type disease that presents
itself in humans.

Thank You
for Supporting
the 2005
Annual Ataxia
Research Drive
The National Ataxia Foundation would like
to extend to the many contributors of the
2005 NAF Annual Ataxia Research Drive our
sincerest and heartfelt thank you for your
continued generosity. It is through your generous support that researchers around the
world are learning more about ataxia each
and every day. Funds received through this
drive are awarded to the most promising
ataxia research studies for FY 2006. The
next issue of Generations will include a listing of those studies funded for FY 2006.
Your research dollars are helping us to
end ataxia and we are truly grateful for your
important support. Thank you!
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I Just Want to be Normal ...
That Is My Wish
By Thomas L. Clouse, MD
I just want to be normal. How many of you
have said the same thing? How many times
have you secretly thought, “If only I could be
physically normal again?” Or, “If I can’t be
‘normal,’ how about at least not being so darn
clumsy all the time?” I’ve said it, whispered it,
and sometimes yelled that same wish.
Just to be normal in my
eyes, not just by the eyes of
other people peering at me.
If only I wouldn’t stick out
like I have a beacon on my
head saying “here comes the
klutz.” Every stumble, every
misguided step, every corner
that jumps out and hits me,
every obstacle in my path I
have to negotiate around,
constantly reminds me of
how “not normal” I am.
The battle never seems to
end and the fr ustration
builds. Ref lecting on my
past, I review the memories
of my youth and how active
I once was. What fun I had frolicking about,
doing what kids do, and without ever a
thought about a word so foreign to my vocabulary. Ataxia, who or what is that? Clumsiness?
My grandpa is kind of clumsy, but he’s old.
I never thought it would happen to me. For
awhile, I was in that beautiful state of being
physically normal. I f it in. I never gave the
simple acts of walking, talking, or carrying a
glass of water without spilling it a second
thought. As with everyone, I took it for granted and never thought about what it would be

like to lose that ability. Now fast forward those
memory videos – hopefully they are on a DVD
by now – and scan forward a few years.
Can you remember the first time you really
stopped and realized that something wasn’t
quite right? Remember how you dismissed it
initially? Scan that disc in the forward direction
some more and now you’re
sitting in front of a person in
a white coat who’s trying to
explain that foreign six-letter
word to you. “Doc, just what
are you trying to tell me?” I
heard the words ataxia,
degenerative, progressive,
and part of your brain is
shrinking.
We all remember that day.
Life suddenly took on a
whole new meaning. For
many of us that is the day, the
moment in our lives, that
heartbeat in time that our
lives drastically changed. For
those of us in a career which
demanded fine motor skills, we held the career
no more. Many who have been diagnosed with
ataxia were immediately disqualified from their
careers because of the diagnosis; because of the
“what if.” For some we just couldn’t physically
perform the responsibilities of the job. We all
lost something. I remember thinking, “What
am I going to do now?”
Depression, the feelings of loss and confusion, the anger and bitterness, and sometimes
thinking “What did I do to deserve this?” It’s a
normal process we all go through when 
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something like this happens. The duration of
this grieving process varied for all of us, and
hopefully, it was shortened for some with the
help of family and friends.
However, many of us continued to carry
with us a diminished level of self respect and
self esteem. Being reminded every day of how
clumsy we are, and how much our condition
has been progressing over the years, keeps us
self conscious of how we must appear to others.
Many times it is just that part of us that holds
the remainder of us from doing what we would
like to do. It holds us back from trying something new, looking for a new relationship, or
avoiding events where we think would feel
odd. Many times, that feeling of doubt and
despair is totally within us, resting in our
subconsciousness and replaying itself over and
over again. So much so that we believe it to be
a true thought of everyone else. It becomes our
new self imposed reality. Many have isolated
ourselves from others because of just that
thought.
One fine day some lights began to f licker in
the attic once again, and I began to live my life
in a happier state of mind. Some new direction
and meaningful path was stumbled upon and I
took the opportunity for what is was worth and
started smiling again. I thought, “How do you
know all of those people are thinking? Have
you asked them?” I had made excuses for not
doing activities because of my fears, doubts and
worrying about what people would think.
Sound familiar?
I learned that one’s self image can only be
changed by himself. You have to have the
desire to change it. You have to allow yourself
to believe in your own self worth and trust
some of those good qualities within yourself.
Go back to that DVD you have stored up there
in the attic and replay some of the good memories you have of yourself. Replay the ones of
your good qualities and start to revive them.
Don’t continue to let what you think everyone
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else is thinking affect you because, most all of
the time, you are wrong! Changing your self
image for the better, by changing your attitudes
and perceptions about yourself, is the only way
you are going to start living a happier life again.
Starting the process is the hard part.
Continuing it gets easier as you begin to see the
positive changes.
Here is a tip that worked for me: get into a
regular exercise habit starting today. You will
begin to feel better. Your coordination will
begin to improve. Your mind will improve.
Your attitude will improve. You will begin to
feel a little more on the normal side as you
continue. You’ve been telling yourself you
can’t for so long that now you believe it to be
totally true. Think about it. What do you have
to lose? What do you have to gain?
I watched an old movie recently. One of the
characters was traumatically blinded in the war,
but he still wanted to do things “only those
with sight could do.” He was asked, “Why do
you insist on wanting to do things you know
you can’t?” He responded, “Because I won’t
know I can’t do them until I try!”
I have SCA 14 and have gone through all the
above just like everyone else. However, I’ve
f inally taken that line from the movie and
applied it. I have amazed myself and am feeling
more “normal” than I have in a long time. You
owe it to yourself. You are worth it! Go for it
and good luck.
❖

Volunteer Needed
The National Ataxia Foundation is searching for a website/technical designer to work
with our current homepage and make additions regarding Chapter and Support Group
sites.
This is an ongoing volunteer position
that requires long-term commitment. If
interested, please e-mail a brief resume to
lori@ataxia.org.
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Caregiver’s Corner
NAF has permission from the “The Comfort of Home” series to reprint the following excerpts.
Emergencies
Using Common Sense and Staying Calm
Emergency situations are common with the
elderly because of their chronic illnesses and
problems resulting from falls. Many injuries
can be avoided through preventative measures,
but when a crisis does occur, use common
sense and stay calm.
When to Call for an Ambulance
Call for an ambulance if a person:
• Becomes unconscious
• Has chest pain or pressure
• Has trouble breathing
• Has no pulse and no breathing
• Is bleeding severely
• Is vomiting blood or is bleeding from the
rectum
• Has fallen and may have broken bones
• Has had a seizure
• Has a severe headache and slurred speech
• Has pressure or severe pain in the abdomen
that does not go away
OR when
• Moving the person could cause further
injury
• Traff ic or distance would cause a lifethreatening delay in getting to the hospital
• The person is too heavy for you to lift or
help
Ambulance service is expensive and may
not be covered by insurance. Use it only
when you believe there is an emergency.

The deadline for
the Spring issue
of Generations
is January 31

In an emergency:
Step 1: Call 911.
Step 2: Care for the victim.
Also call 911 for emergency situations involving f ire, explosion, poisonous gas, downed
electrical wires, or other life-threatening
emergencies.

In the Emergency Room
Be sure you understand the instructions for
care before leaving the emergency room. The
patient’s personal doctor should be called as
soon as possible. Let him or her know about
the emergency room care.
Bring to the emergency room:
• Insurance policy numbers
• A list of medical problems
• A list of medications currently being taken
• The personal physician’s name and phone
number
• The name and number of a relative or
friend
Note
Make sure 911 is posted on your phone or,
ideally, is on speed-dial, and keep written
instructions on how to get to the street address
of your house. If you have a speakerphone, use
the speaker when talking to the dispatcher. By
using the speakerphone, you can follow the
dispatcher’s instructions while attending to the
emergency.

Depression
Feeling Connected Helps Women Avoid
Depression
Caregivers report feeling depressed more
than other groups. But new findings suggest
that depression is treatable if caregivers
seek help. Every year, depression strikes an 
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estimated 18 million people in the U.S. About
twice as many women as men have depression.
To avoid depression or to lift an existing
depression, one of the best things a woman can
do may be to build a strong support network.
Depression is more likely for women who do
not have social support. Interestingly, for men,
the pattern is totally different. Social support
barely affects their depression risk. That might
be because men often use their social networks
differently. Emotional support might not be
the goal. Instead of pouring their hearts out to
a friend, men may take another approach.
“Men may turn to their network, but interactions are likely to be focused on shared activities or ‘distractions,’” write the researchers in a
study on this topic.
Seek out support groups. These might be
with people who share your condition such as
local chapters... Or simply f ind family and
friends who can share interests with you. Like
the saying goes—reach out and touch someone!
Source: American Journal of Psychiatry, February
2005; vol. 162: pp 250-256. National Institute of
Mental Health, “Depression”

Taking Care of Yourself
Older Learners Benefit from Participating in
Lifelong Learning Programs
Senior citizens who engage in lifelong learning find that education enhances their sense of
well-being and improves their perception of
aging. Especially women in their 60s and 70s
who have primarily served in a caretaking and
parental role, find that learning in later life is a
wonderful experience. Look for ways you can
take a class, whether it is language, gardening,
or history—whatever interests you, just keep
learning.
❖
Source: Osher Lifelong Learning Institute Research
Collaborative at the University of Southern Maine.
© 2005 CareTrust Publications LLC. All rights
reserved. Reproduction of any component of this publication is forbidden without a license from the publisher.

Page 33

Your Mom Was
Right — Eat
Your Broccoli
Broccoli is one of the healthiest foods
you can eat.
Broccoli is a member of the cabbage
family, and it was originally cultivated in
Italy. Its name is derived from the Latin
word brachium, which means branch or
arm, and refers to the plant’s tree-like
shape. The Italian broccolo means “cabbage sprout.”
Broccoli is rich in vitamin C; it provides
over 200 percent of the daily requirement
for vitamin C. It’s also rich in vitamin A,
providing around 45 percent of the daily
requirement for that vitamin. Broccoli is
also a good source for foliate and fiber as
well and is touted for many other nutritional benefits. Broccoli is thought to have
anti-cancer benefits because it contains
compounds that help deactivate a type of
estrogen that is cancer causing, while at
the same time increases levels of a form
of estrogen that is cancer protective.
This vegetable’s health benefits are
numerous. Here are some of the things it
is credited with:
• Providing protection against cancer
• Reducing heart disease
• Protecting against ulcers by eradicating the bacterium that cause them
• Being an immune system booster
• Being a birth-defect fighter because of
the foliate it contains
• Protecting against rheumatoid arthritis
• Building strong bones because it
contains calcium
The best way to prepare your broccoli is
to eat it raw or lightly steam it. Studies
have shown that much of broccoli’s nutritional value is lost if you overcook or
microwave it.
© First Draft. Reprint permission granted
to the National Ataxia Foundation.
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Ataxia Research Highlights at
the Third Gordon Conference
By Harry Orr, PhD
The third Gordon Research Conference was
held at Mount Holyoke College, South
Hadley, MA from July 24-29, 2005. To
encourage the presentation of unpublished
data, Gordon Research Conferences operate an
“off the record rule.” Any information presented at the Gordon Research Conference,
whether in a formal talk, discussion or poster
session, is a private communication and is
presented with the restriction that it is not for
public use, and printed reference to Gordon
Research Conference oral presentations,
posters and discussions are prohibited. Thus, in
the following report the discussion is limited to
generalities and specific information will be
mentioned only if it is published.
The program consisted of four-and-one-half
days of scientific presentations organized into
nine formal sessions and a keynote address on
the evening session of the last day. In addition,
more than 100 posters were presented in four
sessions. Since the main topic of the conference
was the CAG triplet repeat (so-called polyglutamine) disorders presentations typically either
dealt with Huntington disease or one of the
dominantly inherited ataxias. It is the latter of
which I will summarize here.
As with previous CAG Tr iplet Repeat
Disorder Gordon Research Conferences, the
f irst sessions presented clinical and neuropathological pictures of the disorders. Sarah
Tabrizi presented a series of videos with
neurological correlations of almost all the
CAG triplet repeat disorders including many of
the dominant ataxias. A presentation such as
this greatly helps basic scientists and investigators new to the field to understand the course
of the disorders and the plight of affected

individuals.
A major highlight of the meeting was the
presentation by Beverly Davidson in which she
described her work showing that administration of RNAi to the brain reduces symptoms
in mouse models of two CAG disorders,
Spinocerebellar Ataxia 1 and Huntington’s
disease. This work was published in Nature
Neuroscience and the Proceedings of the National
Academy of Sciences, respectively. There was
considerable enthusiasm for this work in that it
provides an important first step as well as a basis
for performing additional research to examine
whether this approach has the potential to
move towards clinical trials.
The remainder of the talks on ataxia focused
on studies to further understand the molecular
and cellular aspects of disease. Gretta AbouSleymane discussed data indicating that mutant
ataxin-7 alters the expression of genes important for photoreceptor function in the retina.
This work provides insight into the retinal
degeneration that among the ataxias is unique
to SCA7. Annie Sittler described how mutant
ataxin-7 degradation maybe regulated by a
cellular protein. Randy Pittman and Sylvia
Krobitsch provided new information on the
normal function of polyglutamine proteins
ataxin-3 and ataxin-2, respectively. In particular, Randy talked about how ataxin-3 may
normally function to control the neurons ability to degrade unwanted proteins, The talk by
Sylvia Krobitsch as well as the one by Ute
Nonhoff presented data indicating that ataxin2 likely has a role RNA metabolism. This hope
is that as we better understand the cellular
pathways in which these proteins are involved,
Continued on page 36
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Meet the NAF Board of Directors
The National Ataxia
Foundations’s Board of
Directors are volunteers who
dedicate countless hours in
helping ataxia families. The
Board is responsible for providing direction and overseeing the operations of the
Foundation. It also reviews

ataxia research proposals and
make the final funding decision on these applications.
Over the years the Board
has developed a number of
standing committees to oversee various functions of the
Foundation. Each board
member chairs or co-chairs

one of these committees. The
Board is made up of a diverse
group of caring people. Each
member brings with them
their own expertise on certain
issues to help in the
Foundation’s efforts in providing important programs to
ataxia families.
❖

Featured Board Member of the NAF:

Dr. Larry Schut
One could devote this
entire issue of Generations and
others to all the work Dr.
Larry Schut has done for the
National Ataxia Foundation.
Dr. Schut is a worldrenowned neurologist and
researcher who has made
ataxia his life’s work. Dr.
Schut ser ves on the NAF
Board of Directors and is also
on the NAF Medical and
Research Advisor y Board.
He cur rently ser ves as
the Foundation’s Medical
Director.
Dr. Schut’s lineage is from a
family dedicated to stopping
ataxia. His uncle, Dr. John W.
Schut, the founder of the
Foundation, and his father
Henry Schut, who wrote the
book “Ten Years to Live,”
both dedicated their lives in
the fight against ataxia.
Dr. Lar r y Schut has followed in his uncle and father’s
footsteps in his dedication and
commitment in helping ataxia

families and the Foundation.
For generations, his family
suf fered from ataxia. Dr.
Schut knows first hand from
family members and the
patients he treats the devastation of ataxia.
Countless hours have been
given by Dr. Schut in providing help and hope to ataxia
families. Starting in the
1970’s, the Foundation,
through Dr. Schut’s leadership, established the f irst
free ataxia clinic. Ataxia families from across the United
States came to this multidisciplinary approach clinic,
which provided a complete
neurological examination,
genetic counseling, speech
therapy, and much more.
It is because of Dr. Schut’s
ataxia research efforts that
gave other researchers the
tools and encouragement to
make additional discoveries
in better understanding the
ataxias, broader classifications

of ataxia, and gene identification. In many ways the current research studies in ataxia
is a direct result of his earlier
research work.
Dr. Schut has represented
the Foundation in many
capacities. In 1994, he was
featured nationally on ABC’s
20/20 which focused on the
first ataxia gene found, SCA
1. It was the SCA 1 form of
ataxia that his family has
suffered with for generations.
Continued on page 36
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Third Gordon Conference
Continued from page 34
we will better understand how to best develop
a therapeutic approach.
Besides presenting formal research presentations, ataxia investigators also participated as
discussion leaders. Harry Orr (SCA1) and
Laura Ranum (SCA5 and SCA8) lead discussion on the normal function of polyglutamine
proteins and disorders due to a repeat in RNA.
Overall ataxia research and researchers were
well represented at the 3rd Gordon
Conference on CAG Repeat Diseases. This
meeting offered many investigators working on
ataxia to present their work and to learn of new
advances in areas in addition to the ataxias.
Meetings such as the Gordon Conference on
CAG Repeat Diseases are important venues for
the exchange of research and ideas in a setting
that promotes interaction and collaboration.
Finding treatments for each of the polyglutamine disorders is going require many such
interactive and collaborative opportunities. ❖

Employer
Matching Gifts
There are many companies that will
match the gift you make to the National
Ataxia Foundation. Ask your employer if
they have a matching gifts program. If
they do, your gift will double in value.
NAF receives matching gifts from
companies all over the United States.
Sometimes the matching gift is $2,000 or
more. Please encourage your co-workers
to also contribute. Their gifts will also
double through your company's matching
gift program.
Thank you to all the donors who have
already given and their company has
matched. Each dollar contributed brings
help and hope to ataxia families across
the nation. Thank you.

Word Find Answers
Here are the answers from the puzzle on page 28.

Featured Board Member of the NAF
Continued from page 35
His kindness is not only given in time, but
also in his generosity to the Foundation. One
of many examples is that all of the proceeds
from his father’s book are contributed directly
to the Foundation.
When asked about the development and
growth of the Foundation, Dr. Schut stated, “I
give credit to all the families who gave so much
of themselves and their time to advance the
efforts of the National Ataxia Foundation.
I also thank the many board members, other
volunteers, and staff for the growth of the
Foundation.”
Dr. Schut’s fingerprints are embedded in the
fabric of the Foundation. From its programs,
research efforts, and publication, he has made
an indelible impact on the Foundation and the
ataxia families it serves.
❖
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Tampa Bay Ataxia Support Group
By Charlie Kirchner

The Tampa Bay Ataxia Support Group,
after a summer break, had its meeting on
September 10. After a light lunch, we talked
about what had transpired over the summer
and then discussed the upcoming
International Ataxia Awareness Day as well
as some fund raising events. We also decided to sell tickets for the “Macy’s Way to
Shop” event to be held on October 29. Get
well cards were sent to two members of the
Orlando Group.
Our October meeting was held on the 8th.
Two members, one each day, met with the
Speech Pathology instructor and several
students at the University of South Florida.
This is part of our on-going relationship with
the university to work with one another for
the betterment of the ataxians as well as the
students. They will, in turn, attend our
November meeting and observe the members as well as answer questions.
We discussed the Cooperative Ataxia
Registry conducted by Dr. Chip Wilmot and
will participate fully in that venue. Information
as well as forms will be handed out at the
November meeting.
Greater Jacksonville and Beaches Ataxia
Support Group
By Barry McGrane

The newly formed Greater Jacksonville
and Beaches Ataxia Support Group held
their first meeting on Saturday, October 1 at
the Ocean Grove Clubhouse in Ponte Vedra
Beach, FL. A good time, with a speaker and
refreshments, was had by all (the meeting
included caregivers and family members as
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well). As we wrapped up this first meeting,
we voted a time and date for our next meeting, to be held January 28, 2006 at 1 p.m.
We also discussed how we could build
attendance by contacting more people
concerned with ataxia, sending flyers to local
hospitals and rehab groups, etc. The format
is informal and is based on the idea to unite
with each other and share our experiences,
strengths and hopes. More details can be
found in our support group’s December flyer.
Please plan to attend as we’d love
to meet you all. Happy Holidays!
Alabama Ataxia Support Group
By Janet Skotnicki

For our June 4 meeting, the Alabama
Ataxia Support Group enjoyed a day at the
zoo. We spent the morning hours visiting
different exhibits at the Birmingham Zoo and
in the afternoon we enjoyed catching up with
everyone over a picnic lunch.
Howard County Ataxia Support Group
By Kathy van’t Hoff

Howard County Ataxia Support Group met
on October 1 in Elkridge, MD. Guest speaker
Kim Albert, a project manager with the
Maryland Access Point (MAP) of Howard
County gave us information regarding
services available (housing, transportation,
retirement planning. Medicare and health
insurance, income management, respite and
in-house services, legal, financial help with
prescriptions, aging in place/home modifications and community evaluation). MAP provides information and assistance for people
over the age of 50; persons aged 18+ with
Continued on page 38
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Continued from page 37
disabilities, and family/caregivers who are
looking for services. The objective of the project is to allow residents, regardless of
income levels, the option to remain independent and also to assist persons wanting to
plan for the future. Following the presentation, the support group gave Ms. Albert a
framed certificate of appreciation.
Northern California Ataxia Support Group
By Deborah Taylor Omictin

The Northern California Ataxia Support
Group (NCASG) had our quarterly meeting
on October 8. Sixty-seven people including
six “first-timers” attended our meeting. We
thank Eleanor Anderson for providing
delicious lunches at each meeting for the
past 10 years. She will continue in a support
capacity and we welcome and thank J.J. for
taking on lunch preparation duties.
Dr. Vicki Wheelock, a neurologist from UC
Davis Medical Center, was our guest speaker. She received her biomedical sciences
degree from the University of Michigan then
she became an M.D., also from the
University of Michigan Medical School, Ann
Arbor, MI, in 1983. She is the Director of the
Movement Disorders and Huntington

Dr. Vicki Wheelock, neurologist from the UC Davis
Medical Center) was the guest speaker at the October
Northern California Ataxia Support Group Meeting.
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Disease Programs at UC Davis Medical
Center. The Movement Disorders Clinic
serves as the Northern California’s referral
system for the states funded Genetically
Handicapped Persons Program (GHPP).
This clinic focuses on patients with
Friedreich’s ataxia, Huntington’s disease,
Machado-Joseph’s disease and other
genetically determined diseases. For more
information visit www.ucdmc.ucdavis.edu/
neurology/neurology/Faculty/Wheelock /
V_Wheelock.htm.
Dr. Wheelock spoke on “Treating Ataxia
Symptoms.” To view her presentation please
visit http://home.comcast. net/~fernandesml/
2005_treatment_of_Ataxia.prn.pdf. For those
without Internet availability, contact me.
Dr. Wheelock gave us an overview of the
brain and cell structures involved, symptoms
and causes of ataxia and treatments. She
spoke on the challenges of treating ataxia,
the key to treatment and good general
advice; examples included avoiding cerebellar toxins, getting plenty of rest, allowing adequate amount of time to do things, seeing
your primary doctor periodically for your
general health, getting your flu shot and
exercise. Dr. Wheelock also discussed treatments involving diet modification, vitamins or
supplements, and various medications used
and why. We thank her for taking time out of
her busy schedule to drive down from Davis
to speak to our group. Both those who have
dealt with ataxia for years and those new to
the ataxia world appreciated her giving us
easy to understand genetics basics so we
could all understand what is involved in trying
to treat and manage the different types of
ataxia.
If you would like to borrow of the new NAF
video “Together there is Understanding”
that our group purchased on either VHS
or DVD, please contact me. If you need
transportation to the meetings, please
contact me in advance of the meetings to
coordinate transportation.
We welcome everyone at our next meeting
on January 14, 2006, at our Savior’s Lutheran

Church in Lafayette, CA at 11:30 a.m.
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For further information on the Northern
California Ataxia Support Group (NCASG)
please contact Deborah Taylor Omictin,
NCASG Leader.
Denver Area Ataxia Support Group
By Tom Sathre

The Denver Ataxia Support Group met on
September 10 in the Spruce Rooms of the
Swedish Hospital in Englewood, CO. Our
speaker was Yvonne Smela, a local clinical
pharmacist. Her topic was “the pharmacy of
ataxia.” We listened to Smela’s speech and
asked several questions. She brought with
her a handout; copies are available upon
request. If you would like more information
on this speaker or her book, please contact
Tom Sathre.
We plan to meet again on the second
Saturday of May, 2006.
Washington State Ataxia Support Group
By Tony and Milly Lewendon

The Washington State Ataxia Support
Group, led by regional coordinator Louise
Chalcraft-Frank, welcomed a panel of individuals who are Wellness Consultants with
Nikken, Inc. Nikken is a 30-year-old company
dedicated to total wellness, whose goal is to
help individuals achieve balance in life. It’s
more than merely physical well-being; it
involves a concept known as the Five Pillars
of Health – a healthy body, a healthy mind, a
healthy family, a healthy society and healthy
finances. Tony and Milly Lewendon, Gloria
LaBelle, Chuck and Claudia Branham and
John O’Brien are all consultants. Also
assisting was Nancy Knuckles, professional
care giver.
Since the last meeting in May, Tony and
Nancy have worked on an exercise program
for individuals who are otherwise ablebodied. Tony (wheelchair bound with
SCA 6), with Milly’s nudging, has come to
realize the value and overall well-being of
participating in an exercise program.
This led to the title of the workshop

Wellness consultants with Niken demonstrate the
exercise program “Keeping Fit – Against All Odds”
to members of the Washington State Ataxia Support
Group.

“Keeping Fit – Against the Odds.” Exercise
coupled with drinking lots of water (at least
eight glasses a day), proper whole food, vitamins, quality sleep, and a focus on the fuel
(food) we put into our bodies (in particular
watching sugar intake) are the focus of the
program.
Tony shared his testimony that by following
this regime, he has lost four pounds, two
inches off his waist, and discontinued two
prescriptions for high Cholesterol and Type II
Diabetes. Tony also attributes his success
with the magnetic products he uses from
Nikken.
Claudia and Chuck spoke about Pi water
and the importance of an individual’s self
worth. John, who is also a physician’s assistant, talked about whole food nutrition and
the importance of quality sleep.
John and Nancy discussed, from a medical
and personal standpoint, the role of caregivers. Nancy also stressed the importance
of recognizing problems and concerns of
both the patient and caregiver.
The goal of the workshop was to have individuals participate in the exercise program as
designed by Tony and Nancy, but unfortunately we ran short of time. However, each
individual received a bound book with both
written and picture descriptions of exercises.
Continued on page 40

Generations

Page 40
Chapter & Support Group News
Continued from page 39

Hopefully at a future workshop we will be
able to actually perform the exercises. This
would be for all involved, individuals with
ataxia and their care givers.
Maine Ataxia Support Group
By June M. West

The Ataxia Group of Maine had a very
active year in 2005. The group’s programs
were interesting, informative and very well
attended. Currently, we have approximately
35 members. We generally have 25 to 30
members and guests in attendance at our
activities. The Casco Bay YMCA in Freeport,
ME has been the site for most of our
functions. It is a great facility and the “Y” staff
has been wonderful to us. Below are the
programs that we had in 2005.
1) On January 15, we had our kickoff
luncheon in Portland, ME.
2) On April 9, we had a presentation and
demonstration by Elsa Larsen of “My
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Wonderful Dog” about service dogs and how
they help people with ataxia. Also at that
meeting, one of our members, Beverly Lister,
made a presentation titled “Therapeutic
Horseback Riding” where she discussed the
benefits of this activity for people with neurological conditions.
3) The June 18 program was a panel
discussion by three of our members on
“What Is Working with Me in Dealing with
Ataxia.” The program was very helpful and
motivating for the group.
4) On August 18, we had our annual picnic
that was enjoyed by all. 5) On October 15,
we had Dr. Edward Drasby, a neurologist
from Portland, who discussed ataxia
and then opened up the session to answer
member questions. Currently, we are in
the process of making preparations for our
2006 kickoff luncheon.
The Ataxia Group of Maine now has a
website: ataxiaME.com. One of the principal
benefits of our group is the camaraderie that
has developed among our members. We
welcome new members and appreciate the

support of the Foundation.

SHOPPING on the WEB
If you are looking for that last minute gift or you did not get what you
were expecting from Santa Claus, may we suggest shopping on the web?
Shopping on the web is convenient — no long lines, no parking problems,
no navigating through shopping malls, and no sales clerks to hassle you.
Best of all, with each purchase from www.GreaterGood.com
or www.iGive.com, a donation will be made to the National
Ataxia Foundation. Each of these web shopping portals will give you
hundreds of stores to choose from, with thousands of selections. And
not just any stores ... these are stores and brand names you know and trust.
Whether you are looking for the latest fashions, searching for a favorite CD or
DVD, buying office supplies or trying to find the perfect gift, give these online
portals a try. And don’t forget to treat yourself ... you know you deserve it!
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Chesapeake Chapter

Greater Atlanta Ataxia Support Group

By Carl J. Lauter

By Greg Rooks

The Chapter held its annual summer picnic
on Saturday, September 17 in Bethesda, MD
at the Sumner Village Community Center,
hosted by Libby and Norman Labash,
our vice-president. Thirteen people were in
attendance, each bringing a picnic offering.
We learned of Bill Lee’s recent marriage on
September 14 in Spokane, WA to Joan Faye
Rhodes, a classmate from college days at
the Eastman School of Music of the
University of Rochester. Our co-hostess,
Carole Connor, planned and conducted an
entertaining game for the afternoon.
This was a no-business meeting, except
for some announcements and the highlight
of the afternoon, which was the awarding of
the fourth annual “Lauter Award” to the person voted by our A-Team “for extraordinary
dedication and service to the Chesapeake
Chapter throughout the year.” It was presented to Gordon and Marilyn Macklin. The
Macklins have been active in the chapter for
years, have made productive suggestions at
our A-Team meetings, and have contributed
enormous stimulation and funding to our
membership contributions and fund drives by
offering for several years a “Challenge
Grant” wherein for every two dollars
contributed to CC-NAF, they contribute one
dollar. Gordon expressed his gratitude for
this recognition and assured that Marilyn’s
spirit was with us all in our endeavors.
Carole Connor was working on the
Westfield Shopping Town pre-Thanksgiving
“Mall Fund-Raiser.” Tickets are sold for
entrance to shopping at malls on Sunday
night, and this year 70% of the ticket proceeds goes to the charitable organization.
We will also be exhibiting an information
and literature booth at the Society for
Neuroscience in Washington, DC. We are
also discussing other routes for bringing
about public awareness of the ataxias and
for funding NAF research. We are also planning our annual medical meeting agenda for
Saturday, February 11, 2006.

The Greater Atlanta Ataxia Support Group
held a meeting on Saturday, July 9. The
meeting included a demonstration from
instructor Amanda Lower on how pilates can
be adapted for ataxia patients. Amanda
works with James Curtis and they demonstrated his workout routine. Nineteen
members were in attendance and found the
demonstration informative and interesting.
A meeting was held on Saturday,
September 10 with 18 members in attendance. Our guest speaker was Emory
Morsberger from the Morsberger Group. The
company is developing a mixed use housing
and retail complex in Atlanta that includes
the disability community in the project. He
presented details of the community, which
includes a dedicated number of accessible
units, accessibility throughout the complex,
varied retail outlets and onsite disability service organizations. The concept is to integrate all the living needs of an individual with
a disability into one complex without isolation
from the rest of the community. Everyone
was excited about this concept.
We have a good time whenever we’re
together. We welcome new members to join
us! Contact us to be placed on the mailing
list and to receive notice of upcoming meetings and events.
❖

CFC Giving
For government workers who give through
the Combined Federal Campaign (CFC), the
National Ataxia Foundation’s CFC number is
1028.
This program provides a convenient way
to donate to the Foundation, and provides
great benefit to those with ataxia and their
families.
Please encourage your co-workers to give
to the National Ataxia Foundation as well.
Thank you.
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NAF Chapters & Support Groups
This is a list of NAF chapters and support groups. 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
5938 Rossmore Dr.
Bethesda, MD 20814
(301) 530-4989
(301) 530-2480 FAX
E-mail: carljlauter@erols.com
Web: www.geocities.com/
HotSprings/Oasis/4988/
Support Groups:

Arizona
Arizona Ataxia S.G.
Rita Garcia
2322 W. Sagebrush Dr.
Chandler, AZ 85224-2155
(480) 726-3579
E-mail: rtgar22cia@earthlink.net
Bart Beck
7665 E Placita Luna Preciosa
Tucson, AZ 85710
(520) 885-8326
E-mail: bbeck2@mindspring.com
Web: www.geocities.com/
azataxiasg

Orange County S.G.
Kay Bell
16162 Windemeir Lane
Huntington Beach, CA 92647
(714) 842-6401
E-mail: kay_bell@prodigy.net
Web: www.geocities.com/ocasg/
San Diego S.G.
Earl McLaughlin
2087 Granite Hills Dr.
El Cajon, CA 92019
(619) 447-3753
Earl’s e-mail: emclaugh@cox.net
S.G e-mail: sdasg@cox.net
Web: www.geocities.com/
enchantedforest/meadow/2359

(a) Howard County (MD) S.G.
Kathy van’t Hoff, (301) 854-2650
Arkansas
E-mail: vanthoff@starpower.net
or Tim Daly, (410) 715-1241
Judy and David King
Colorado
E-mail: tim@accessgroup-md.com
12580 Rivercrest Dr.
Denver Area Ataxia S.G.
Web: www.geocities.com/hcasg/
Little Rock, AR 72212
Donna & Tom Sathre
E-mail: judy_king@comcast.net
(b) Northern Virginia S.G.
4991 S. Garrison
Dick Sargent, (703) 321-9143
Littleton, CO 80123
California
Web: www.geocities.com/nvasg
(303) 973-8035
Central California S.G.
(c) ALLegHAny (WV, MD, PA) S.G.
E-mail: tom_sathre@scm.org
Elaine Koissian
Karen Rosenberger
645 E. Champlaine #137
Connecticut
E-mail: kdrosenberger@
Fresno, CA 93720
adelphia.net
Peter Strong
(559) 498-9124
(301) 682-5386
23 Cobb’s Mill Lane
Barbara Bynum
Glastonbury, CT 06033
Louisiana Chapter
3801 W. Bailey
(860) 659-8855
Merced, CA 95340
Carla Hagler, President
Florida
(209) 383-1275
1864 Joseph Dr.
Saint Bernard, LA 70085
Greater Jacksonville and
Los Angeles Ataxia S.G.
(504) 682-4145
Beaches Ataxia S.G.
Sid Luther, President
Web: http://www.angelfire.com/
Barry McGrane
339 W. Palmer, Apt. A
la/ataxiachapter
9 Arbor Club Drive, Apt. 9-102
Glendale, CA 91204
Ponte Vedra Beach, FL 32082
(818)
246-5758
Mississippi Chapter
(904) 280-0017
E-mail: harryluther@sbcglobal.net
Camille Daglio, President
Web: www.geocities.com/
June McGrane
P.O. Box 17005
HotSprings/Falls/6629/
(904) 273-4644
Hattiesburg, MS 39404
Jim
Fritz
Orlando Ataxia S.G.
E-mail: daglio@c-gate.net
(310) 397-5208
Jim Henderson
E-mail: ondefritz@aol.com
3212 Lee Shore Loop
Support Groups
Marysville, CA S.G.
Orlando, FL 32820
Sharon Baggett
(407) 568-9092
Alabama
7605 Hwy 70
jamesone24@aol.com
Birmingham, AL S.G.
Marysville, CA 95901
Tampa Bay S.G.
Becky Donnelly
Charlie Kirchner
Northern California S.G.
16 The Oaks Circle
306 Caloosa Palms Court
Deborah Omictin
Hoover, AL 35244
Sun City Center, FL 33573
320 Pennsula Ave. #324
(205) 531-2514
E-mail: charlie@flataxia1.org
San
Mateo,
CA
94401
E-mail: donnelly6132B@aol.com
Web: www.flataxia1.org
E-mail: rsisbig@aol.com
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Georgia
Georgia Ataxia S.G.
John Novikoff
218 Dykes Dr.
Savannah, GA 31404
(912) 927-3744
Kristie Adams
258 Beaufort Rd.
Savannah, GA 31419
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 3004
(770) 982-0275
E-mail: lynn.robinette@
comcast.net
Illinois
Chicago Area Ataxia S.G.
Craig Lisack
100 N. Milwaukee Ave. #702
Wheeling, IL 60090
(847) 279-0388
E-mail: caasg@earthlink.net
Richard Carr
120 South Elm
Mount Prospect, IL 60056
(847) 253-2920
E-mail: caasg@earthlink.net
Rockford Ataxia S. G.
Kevin Donnelli
6525 Thomas Parkway
Rockford, IL 61114
(815) 633-8620
Southern Illinois S.G.
Elaine Darte
36 Lindorf Dr.
Belleville, IL 62223
(618) 397-3259
Indiana
NE Ind. Cerebellar Ataxia S.G.
Don and Jenney Roemke
4522 Shenandoah Circle W.
Ft. Wayne, IN 46835
(219) 485-0965
Jenni Pranger
3806 Summersworth Rd.

Ft. Wayne, IN 46804
(260) 459-2798
Louisiana
See Louisiana Chapter
Maine
Maine Support Group
June West
56 Ten Penny St.
Freeport, ME 04032
(207) 865-4969
Maryland
See Chesapeake Chapter
Massachusetts
New England S.G.
Michael Martignetti
17 Highland Ave.
Lexington, MA 02421-5601
(781) 862-1979
E-mail: mmartignetti@crn.com
Ben Cantor
344 Brighton St.
Belmont, MA 02478-3360
(617) 484-7733
Michigan
Detroit
Jill Babcock
1062 Stafford Place
Detroit, MI 48207
(313) 393-3799
E-mail: babcockj@hotmail.com
Holland
Holly LeBlanc
116 West 28th St.
Holland, MI 49423
Laingsburg Area S. G.
Clare & Patricia Greene
4374 Round Lake Rd.
Laingsburg, MI 48848
(517) 651-6233
E-mail: clpgreen@
access4-free.net
Minnesota
Big Lake Area S.G.
Debbie Kelly
310 Fern St. #7
Big Lake, MN 55309
(763) 263-1812
Southwestern Minnesota S.G.
Julie Schuur
218 Cashin Dr.
Luverne, MN 56156
(507) 283-2555
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Twin Cities Area S.G.
Melissa and Randy Grant
2418 Cohansey
Roseville, MN 55112
(651) 486-4846
Web: www.geocities.com/
twincitiesataxia
Mississippi
See Mississippi Chapter
Missouri
Central Area S.G.
Susie Strode, PhD
12 Jackson
Jefferson, MO 65101
(573) 659-4759
E-mail: dr-susie@plnet.net
Kansas City S.G.
Lois Goodman
514 E. College St.
Independence, MO 64050
(818) 461-2428
Jim Clark
6605 N. Holmes
Gladstone, MO 64118
(816) 468-7260
E-mail: clarkstone@msn.com
St. Louis S.G.
Mark Bellamy
1306 Cypress
Pacific, MO 63069
(636) 271-6432
Web: www.stlataxia.org
Jim Johnson
E-mail: jimnbetty2932@
peoplepc.com
New Jersey
Fairlawn S.G.
Hortense Oberndorf
31-04 Heywood Ave.
Fairlawn, NJ 07410
(201) 797-6657
Web: www.geocities.com/njasg
New York
Lynbrook Area S.G.
Allen Katz, MD, DO
28 Fenimore St.
Lynbrook, NY 11563
(516) 599-4597
E-mail: elpresidentekatz@
cs.com

Continued on page 44
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Pennsylvania
SE Pennsylvania S.G.
Liz Nussear
(610) 277-7722
E-mail: lizout@aol.com

Ohio
Central Ohio S.G.
South Carolina
Cecelia Urbanski
Upstate SC S.G.
7852 Country Court
Cece Russell
Mentor, OH 44060
1305 Cely Rd.
(440) 255-8284
Easley, SC 29642
E-mail: iksnabru@earthlink.net
(864) 220-3395
Peggy Schroeder
E-mail: cecerussell@hotmail.com
59766 Mount Olive Rd.
Tennessee
McArthur, OH 45651
(740) 596-4821
Toni Maxwell
1756 Dupont, Apt. 1
North East Ohio S.G.
Memphis, TN 38127
Joe Miller
(901) 357-6287
Box 148
Mesopotamia, OH 44439
Texas
(440) 693-4454
Golden Triangle Area S.G.
E-mail: kakah@jmzcomputer.com
Dana Leblanc
2801 W. Sunset #59H
Oregon
Orange, TX 77630
Willamette Valley Ataxia S.G.
(409) 883-5570
Malinda Moore, CCC-SLP
North Texas S. G.
Albany General Hospital
Bindu Anil Kumar
1046 Sixth Ave. S.W.
7465 Trailway Dr.
Albany, OR 97321
Frisco, TX 75035
(541) 812-4162
(972) 377-2285
(541) 812-4614 FAX
E-mail: bindu_anil@hotmail.com
E-mail: MalindaOR@aol.com
Web: www.northtexasataxia.info

Make a
Difference
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

Utah
Utah S.G.
Rick Balling
1131 E 965 North
Orem, UT 84097
Email: balling@byu.edu
Virginia
See Chesapeake Chapter
Washington
Louise Chalcraft-Frank
32019 54th Ct. S.
Auburn, WA 98001
(253) 735-3866
E-mail: cheflou99@aol.com
Millie Lewendon
E-mail: mmlewendon@
comcast.net

National
Ataxia
Foundation
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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

International
Support Groups
Canada
Alberta
Calgary
Susan M. Duncan
6440 Centre St. NE, Unit #231
Calgary, Alberta T2K 0V4
(403) 274-0536
E-mail: smduncan@shaw.ca
Web: www.geocities.com/
alberrtta/
Edmonton Ataxia S.G.
Jody Stuchbury
Box 4470
Barrhead, Alberta T7N 1A3
(780) 674-8874
E-mail: canport@vennercs.com
British Columbia
Ataxia Society Vancouver, BC
Shannon Connors
275-7000 Minovu Blvd.
Richmond, B.C. V6Y 3Z5
(604) 279-7037
E-mail: info@bcataxia.org
Web: www.bcataxia.org
New Brunswick
Rose Gallant
Loch Lomond Villa Inc.
185 Loch Lomond Rd. #E5
Saint John, N.B. E2J 3S3
Ontario
South Central Ontario
Cathy Chamberlain
551 Vermilyea Rd.
Belleville, Ontario K8N 4Z5
(613) 962-9623
Korea
Keun-yong Kim
Green 304-103, Jigok, Nam-gu
Pohang, Kyungbuk, Korea
(017) 811-2382
E-mail: mosun@postech.ac.kr
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Ambassador Listing
The following is a list of NAF Ambassadors. Ambassadors are often in areas not served by a support
group or chapter. Please get to know your Ambassadors, and if you would like to become an
Ambassador please contact the NAF office for an application.
Alabama
Dianne Blain Williamson
123 Leigh Ann Rd.
Hazel Green, AL 35750
(256) 828-4858
E-mail: diannebw@aol.com
Millard H. McWhorter III
P.O. Box 1457
Andalusia, AL 36420
(334) 222-3423
E-mail: millard@alaweb.com
Alaska
Mark A. Newell
9607 Musket Ball Circle
Anchorage, AK 99507
(907) 333-9638
E-mail: mark-n@ak.net
Web: www.alaska.net/~mnewell

(270) 597-3854
Michigan
Lynn K. Ball
35015 Riverview Dr.
Paw Paw, MI 49079
(269) 657-5191
E-mail: lynnkball@aol.com
Minnesota
Ellen Moetsch
2230 18th Ave. S.E.
Rochester, MN 55904
(507) 280-1927
E-mail: elliemae40@webtv.net
Missouri
Roger Cooley
1609 Cocoa Court
Columbia, MO 65202
(573) 474-7232 before noon
E-mail: rogercooley@webtv.net

California
Mike Betchel
New York
1290 W. San Madele
Valerie Ruggiero & Diana Kimmel
Fresno, CA 93711
5 Anna Court
(559) 432-2811
Stony Point, NY 10980
E-mail: mike_betchel@yahoo.com
(845) 786-7471
Mike Fernandes
E-mail:
7251 Brentwood Blvd. #114
vrabsolutely@aol.com (Valerie)
Brentwood, CA 94513
dlk0602@optonline.net (Diana)
(925) 516-6906
Diane
P. Hall
E-mail: fernandesml@comcast.net
210 E. Utica St.
Darrell Owens
Buffalo, NY 14208
917 Paseo Camarillo # 717
(716) 881-0677
Camarillo, CA 93010
Ann Lakin
(805) 482-1736
200 Diplomat Dr., Apt. 1L
E-mail: droopydog36@hotmail.com
Mt. Kisco, NY 10549
Connecticut
E-mail: alakin90@aol.com
Terre Di Placito
North Carolina
107 Barton St.
Myrtle (Liz) McRae
Torrington, CT 06790
1243 Cartledge Creek Rd.
(860) 489-5092
Rockingon, NC 28379
(910) 895-3902
Florida
Christina Sugars
Ohio
302 Beach Dr.
James Kardos
Destin, FL 30541
1283 Westfield S.W.
(850) 654-2817
North Canton, OH 44720
E-mail: csugars@cox.net
(330) 499-4060
E-mail: jkardos@juno.com
Kentucky
Nancy Reid
Janice Johnson
4946 Keyes Dr., Apt. 1
8555 Brownsville Rd.
Geneva, OH 44047-9804
Brownsville, KY 42210

(330) 677-4744 after 10 a.m.
Oklahoma
Jerry Denney
Route 1 Box 92A
Cache, OK 73527
(580) 536-8769
E-mail: denney@sirinet.net
Texas
Pamela Graham
13218 Nantucket Dr.
Sugarland, TX 77478
(281) 491-7225
E-mail: pamelaann8@aol.com
Jose Julio Vela
6702 Long Meadow
Corpus Christi, TX 78405
(361) 993-9006
Angela Cloud
9405 Hwy 6 South
Houston, TX 77083
(281) 693-1826
E-mail: anjelkloud@cs.com
Barbara Pluta
356 Las Brisas Blvd.
Seguin, TX 78155-0193
(830) 557-6050
E-mail: barbsews@sbcglobal.net
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@westnet.com.au
Canada
Terry Greenwood
37 Ericsson Bay
Winnipeg, Manitoba R3K 0T8
(204) 885-3955
E-mail: tgreenwood6@shaw.ca
Prentis Clairmont
299 Somerset West, Apt. 209
Ottawa, Ontario K2P 2L3
(613) 239-0452
E-mail: prentman@rogers.com
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Calendar of Events
December

February

22 BC Ataxia Society Annual Christmas Party,
6 -10 p.m., The Caring Place, Richmond, BC,
Canada. Please visit www.bcataxia.org to
confirm date and details.

4

2006
January
14 Tampa Bay, FL S.G. Meeting, Feather
Sound Community Church, Clearwater,
noon-3 p.m.
14 Greater Atlanta S.G. Meeting
14 Los Angeles, CA S.G. Meeting. Contact
Sid Luther for more details.
14 Northern California Ataxia S.G. Meeting
21 Omaha, NE Ataxia S.G. Meeting. Call
Lavonne for more details at (402) 573-5838.
26 BC Ataxia Society S.G. Meeting, 7-9 p.m.,
The Caring Place, Richmond, BC, Canada.
28 Greater Jacksonville and Beaches Ataxia
S.G. Meeting

Attention
Chapter and
Support Group
Leaders
Please remember to send us your
Chapter and Support Group News articles!
It helps others know what is happening in
their area and inspires them to get
involved!
Photographs of your meetings and activities are also welcome. Please send original (unedited) JPG files from your digital
camera or a print, along with a caption.
The deadline to get your news into the
fall issue of Generation is January 31,
2006.

New England S.G. Meeting, Mass General
Hospital, Research Building Room 101 (conference room), noon-3 p.m. “Potluck” lunch
will be served. Agenda: 2006 Annual Meeting.
11 Tampa Bay, FL S.G. Meeting, Feather
Sound Community Church, Clearwater,
noon-3 p.m.
11 Chesapeake Chapter Annual Medical
Meeting, Montgomery College, Rockville,
MD. For more information contact Carl
Lauter.
23 BC Ataxia Society S.G. Meeting, 7-9 p.m.,
The Caring Place, Richmond, BC, Canada

March
11 Tampa Bay, FL S.G. Meeting, Feather
Sound Community Church, Clearwater,
noon-3 p.m.
13-19 Brain Awareness Week
16 Leadership Meeting, Boston, MA
17-19 2006 NAF Annual Membership
Meeting, Boston, MA
30 BC Ataxia Society S.G. Meeting, 7-9 p.m.,
The Caring Place, Richmond, BC, Canada.

April
TBA Tampa Bay, FL S.G. Off-Site Picnic.
Contact Charlie Kirchner for more details.
1 Greater Atlanta S.G. Meeting
8 Northern California Ataxia S.G. Meeting
15 Omaha, NE Ataxia S.G. Meeting. Call
Lavonne for more details at (402) 573-5838.
27 BC Ataxia Society S.G. Meeting, 7- 9 p.m.,
The Caring Place, Richmond, BC, Canada

May
13 Denver Area Ataxia S.G. Meeting. Time and
location TBA.
13 Tampa Bay, FL S.G. Meeting, Feather
Sound Community Church, Clearwater,
noon-3 p.m.
25 BC Ataxia Society S.G. Meeting, 7- 9 p.m.,
The Caring Place, Richmond, BC, Canada
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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 2005 through October 2005. 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.
Jody Ames
Mrs. Jos Amodie
Bernice M. Anderson
Dick Arens
Sharon Baggett
James E. Baldwin
Billa Ballard
Vicki Balogh
Allie Barr
David J. Bertch
Earl Bice
Kim Bishop
George H. Blank
Erna Bremer
Ronald Brideau
Avis Brusveen
Ruth Buckley
Chris Buechel
Theodore M. Burdyl
Edward Burman
James Burman
Robert Burman
Brenda Callis
Edward Callis
Sandra Ceoux
Grace CestaroMutschler
Bob Coffey
Louis John Coletti
Allan Crawford
Karen Crawford
Charlene Danielson
Mary Danson
James R. Dauer
Tom Davis
Deniger Family
Diane M. Deniger
Gretchen Deniger
Robert Ditzfeld

David Dodd
Fred W. Donnelly
Katherine Dresel
Sandy Dudzic
Tommy Durrance
Bill Edelhouser
Joan Eickholz-Kreuter
Bruce Evans
Joseph R. Falcon
Katherine Falcon
Trinity Falk
Marty Fine
Tom Gallmeyer
Norman Bruce
Glessner
John Goshert
Elaine T. Greene
Paschal F. Guercio
Evelyn S. Hankins
Jim Horne Hankins
Jimmy Hankins
Berniece Harman
Richard Heimbuch
Tracye Hinton
Roger Hodskins
Megan Holohan
Helen Horndasch
Winthrop Bill Hubler, Jr.
Todd Huck
Lisa Jaffe
Sharon Jermier
R. Jurasek
Robert Keithly
Nora Pearl Kesecker
Shirley Kinnard
Lorraine Kist
Jamie Kosie
Harold Kramer
Marcella Kramer

Edwin Laib
John Lane, Sr.
Paul Lane
Rodger Larsen
Michael Leone
Maryland Lincoln
Peggy Littlejohn
Steve J. LoCoco
Netta Lorenza
Mildred MacDonald
Frank McCann
Darrin Dwain McCarty
Marilyn Macklin
Charles McLaughlin
Earl McLaughlin, Jr.
Reggie C. Melon
Alfred P. Moline
Minnie Molini
Dolores Morello
Kaela W. Mullaney
Bruce Nanninga
Harvey Nevis
Linda Mae Nicholson
Harold O. Orlofske
Anne Parker-Iezzi
Lawrence Petsche
Leola Petsche
Alva Pherson
Loren E. Piper
David Price
Julie Ann Quinlivan
Charity Ranger
Tina Rhodes
Filomena Rocco
Minnie Rocco
Judy Rockow
Marge Lu Roger
M/M Timothy Ryan
Karen Saunders

Diane Schneider
Ron Schneider
Sylvia Schwartz
Barbara Ann Scott
Derek Semler
Lester Shoemaker
Patti Skorupka
Robin Smith
Windy Smith
Patricia Sobczak
Dr. Chris Sorenson
Buford Speer
Abbie Spellman
Joey Staiger
Joseph Stamler
Mary Stein
Norvella A.
Steinbruegge
Cathy Streets
Kory Tabor
Scott Tabor
Talarico Family
Tiffinay TalaricoCompiano
Jean-Louise N.
Thacher
Alireza Vahidi
Freida Van Vleet
Kathy VanAdel
Michael Walch
Jeanne Walter
David A. Westrick
Carroll R. Wiles
Charles Curt Williams
Ray Williams
Betty B. Williford
Amy Workley
Beverley S. Wright
Cathy Zehr

Non-Profit
Organization
U.S. Postage

National Ataxia Foundation
2600 Fernbrook Lane, Suite 119
Minneapolis, MN 55447-4752
(763) 553-0020

PAID
Madison, SD
Permit No. 32

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. Thank you!

GIFT – HONOR – MEMORIAL

MEMBERSHIP

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 a special occasions like birthdays,
graduations, anniversaries, and holidays. NAF
will acknowledge your gift without reference to
the amount.

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 +

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 __________________________

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 __________________________

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 ________________________

