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““T’he Bridge to Hope”’

The National Ataxia Foundation Board of
Directors and the National Ataxia Foundation
Mississippi Chapter would like to welcome you
to the 50th Annual NAF Membership
Meeting. Please join us in celebrating the 50th
anniversary of the National Ataxia Foundation.
This 50th anniversary presents us with an
opportunity to celebrate the incredible contri-
butions that the National Ataxia Foundation
has made and continues to provide to the ataxia
community.

Since the founding of the National Ataxia
Foundation, NAF has contributed immeasur-
ably to the research progress, education and
awareness of ataxia. For the last 50 years NAF
has played a vital role in ensuring that our
doors are truly open to all those affected by
ataxia and their loved ones as a “Bridge to
Hope.”

This anniversary is also a celebration of the
“Bridge Builders,” the countless volunteers,
NAF members, NAF supporters, NAF staft,
members of the NAF Board of Directors, NAF
Medical Research Advisory Board members,
ataxia researchers, NAF Chapter and Support
Group Leaders, NAF Ambassadors and the
founders of NAF that have built the bridges

Memphis, Tennessee — March 22-25, 2007

and made the connections. Thanks to you we
are building awareness, making connections to
more people then ever and most of all finding
out more information about ataxia through
vigorous research efforts to help end ataxia.

As tradition for the past 50 years, the NAF
Annual Membership Meetings have brought
together NAF members and their families to
meet and learn from the world leading ataxia
researchers and neurologist but also to build
new friendships and to catch up with old
friends. Whether this is your first meeting or
your 50th, this years Annual Membership
Meeting will be filled with education, celebra-
tion, sharing and caring]!

Program Overview
Thursday, March 22

Adult Early Arrival Outing — Join us for the
carly arrival outing Thursday March 22. We
will be going to the Memphis Grizzlies vs. Los
Angeles Lakers basketball game at the FedEx
Forum. Transportation will not be provided to
the FedEx Forum by NAF. The FedEx Forum
1s located on Beale Street, two blocks from the

Continued on page 3
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Beale street trolley stop or a short taxi ride
away from the Memphis Downtown Marriott.
You may make reservations for your game tick-
ets or find out more information on ticket
prices by calling Lori at the National Ataxia
Foundation at (763) 553-0020 or e-mailing
lori@ataxia.org. Game tickets are limited.
Reservations are required by January 31,
2007.

Teen Early Arrival Group Outing — Attention
all teens! NAF is very excited to be able to take
you out to see the Memphis Grizzlies basket-
ball team take on the Los Angeles Lakers at the
FedEx Forum. Join your friends for some great
sporting fun! Transportation will be provided
at approximately 6:00 p.m. to the game and at
approximately 9:30 p.m. back to the hotel.
Tickets are limited and registration is required
by January 31, 2007. Game tickets and trans-
portation are free to the teens only, ages 13-19.
To register or for more information, please
contact Bridget at the NAF office by calling
(763) 553-0020 or e-mailing bridget@ataxia.org.

Leadership Meeting — Current 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 ofter the
opportunity to meet one another and learn
some tips from both peers and professionals.
This meeting will run from 1:00 to 5:00 p.m.
in the Nashville room. If you are not currently
a group leader, but are interested in becoming
one, please inquire ahead of time by contacting
Lori at lori @ataxia.org.

Internet Group — This 1s your opportunity to
meet some of those internet friends that you
have met on the NAF chat room, NAF
Bulletin Board, Internaf, Tricks of the Trade,
Ataxia Forum, Ataxia Chat 2002, and FAPG.
Join us in the Nashville room starting at 7 p.m.
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Friday, March 23

Teen Program and Activities — The teens, ages
13-19, are invited to meet in the Beale room.
This room 1s reserved for the teens to get to
know each other, play games, watch movies
and relax. In addition there will be scheduled
group activities and guest speakers. Please make
sure to mark “TEEN” on your registration
form so we can plan accordingly. A full sched-
ule will be available in the meeting program.
Don’t forget, teens are also welcome to attend
the regular meeting program.

Breakout Sessions — Friday morning 45-
minute sessions will be available on various
topics. Topics will include Coping Early
On-Set, Coping Late On-Set, Rehabilitation,
Treatments & Medications, Nutrition, Service
Dogs, Speech & Swallowing and Dance. For a
complete schedule refer to the meeting agenda.

Birds of a Feather — In response to comments
from last year’s meeting we are going to
continue to schedule Birds of a Feather on
Friday afternoon. Groups will be sectioned oft
in individual or divided rooms based on your
type of ataxia, caregivers, parents, etc. This is a
tremendous opportunity for you to meet others
with your type of ataxia or who share in a
similar situation, and make friends that will last
a lifetime. Medical professionals will also be on
hand, circulating between groups, in case you
have any questions.

Friday Night Reception — Please join us for a
reception in the Memphis Cook Convention
Center Ballroom A&B for a wonderful NAF
50th Anniversary Celebration. All registered
meeting attendees are welcome to attend and
entrance to this event is included with your
registration. Make plans to come and celebrate
50 years of NAF! There will be ’50s music
and food. All NAF conference attendees are
encouraged to wear their ’50s attire but it’s not
required.

Continued on page 4
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Saturday, March 24

General Sessions — Saturday morning and
afternoon will feature General Sessions in the
Memphis Cook Convention Center Ballroom
A&B. General Sessions are large group presen-
tations, typically with a medical or research
focus. Many of the world’s leading ataxia
researchers and clinicians, along with other
ataxia experts, will be presenting the latest
research and additional information. The meet-
ing agenda outlines who will be speaking on
Saturday. A half-hour Question and Answer
session will follow the morning and afternoon
General Sessions with a panel of doctors and
researchers.

Church Services — Both Catholic and non-
denominational church services will be held
on Saturday at 6:00 p.m. in the Jackson and
Chattanooga rooms respectively.

Silent Auction — As 1s tradition at our annual
gathering, the silent auction will be held on
Saturday afternoon and conclude at 7:30 p.m.
We hope you get a winning bid and bring an
auction item with you to the meeting. Auction
items range from something that represents
your state or country, such as a painting, spices,
statues, and sports memorabilia, to a basket
of knickknacks, hotels stays and weekend
getaways.

Saturday Evening Banquet — The Saturday
Evening Banquet will begin at 7:00 p.m. in the
Memphis Cook Convention Center Ballroom
A & B. Please stop by the St. Louis room to get
your tickets, which are included in your regis-
tration fee, ahead of time. You must reserve
seating for the banquet in advance. The ban-
quet will include a plated dinner and surprising
entertainment.

Sunday, March 25

General Sessions — Sunday morning wraps up
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the 2007 NAF Annual Membership Meeting
with the final round of General Sessions starting
at 8:30 a.m. in the Memphis Cook Convention
Center Ballroom A&B followed by a Question
and Answer Session. Our meeting agenda
outlines who will be speaking on Sunday.

Additional Information

Conference Registration — Please complete and
return the registration forms in this issue
of Generations to NAF by February 15, 2007.
Please fill out the registration forms complete-
ly, as we need all information to finalize plans.
If you are bringing an attendant, please register
together on the same page. Each person plan-
ning on attending the daily sessions, reception,
or banquet will need to register. Event entry
will not be allowed without the proper regis-
tered name tags.

Photo Waiver - By attending the 2007 NAF
Annual Membership Meeting you give permis-
sion for images of you, captured during the
conference through video, photo, and digital
camera, to be used by the National Ataxia
Foundation in promotional materials, publica-
tions, and web site and waive any and all rights
including, but not limited to, compensation or
ownership.

Hotel Registration and Room Rates — The hotel
is located at the Memphis Downtown
Marriott, 250 North Main Street, Mempbhis,
TN 38103. To reserve a room online please go
to http://marriott.com/property/propertypage/
memdt?group Code=ataataa&app=resvlink or call
toll-free at (800) 228-9290. To receive the spe-
cial standard room rate of $126 per night,
please let the reservationist know that you are
with the National Ataxia Foundation when
making your reservation by phone. All rates are
subject to sales tax. The group rate 1is based on
adult double occupancy. More then two adults
per room will result in a higher room rate.
Reservations MUST be made by February
27, 2007 to receive this special rate. There
were a limited number of accessible rooms »
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available on a first-come, first-serve basis, but
these rooms are full at this time. NAF will have
a limited number of shower chairs, toilet
frames, and tub bars available on a first-come,
first-serve basis at the Memphis Marriott
Downtown hotel front desk.

Attendant Care — Please note that NAF is
unable to provide attendant care services. Due
to liabilities and health concerns, NAF and
hotel employees are not able to provide this
service. Please do not attend without an
assistant if you are need of one.

Transportation and Getting There

NAF is not responsible for transportation to
and from the hotel. The following may be used
as a helpful guide for your convenience.

Driving for Area Airports — Memphis (MEM)

¢ 1-901-527-7300

* Hotel Direction: 12 mi NW

* Driving Directions: [-240 North to 1-40
West. Exit 1A at 2nd Street. Hotel 1s on left.

Paratransit/Additional Accessible Travel —
MATA plus is a service designed to meet the
transportation needs of people with disabilities
in the Memphis area. In order to utilize the
benefits of MATA plus, riders must have a
disability that prevents them from riding the
MATA fixed route bus system. In order to
utilize MATA plus service, you need to fill
out an application. To request your application
or to get more information about MATA plus,
please call (901) 722-7140 from 8 a.m. to
4 p.m., Monday through Friday.

Arrow Transportation provides wheelchair
accessible transportation to and from the
Memphis Airport & Memphis Marriot. Tours
to local attractions and Tunica, MS are also
available. Reservations must be made in
advance by March 1, 2007 and can be made by
calling (901) 523-2002 and asking for the
National Ataxia Foundation group rate of $35
per one-way trip to and from the airport.

Wheelchairs Express is a service for anyone
needing wheelchair accessible transportation

Generations
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to/from the airport. Please make your reserva-
tions directly with them in advance. The tele-
phone number for Wheelchairs Express is
(901) 353-3500.

Taxi Service To and From Area Airports (One-
Way)

e From MEM Airport estimated taxi fare:
$27-35.

Other Transportation - The Memphis Area
Transit Authority (MATA) offers public bus
service from the lower outer drive near
Terminal C. The airport route, 32 East
Parkway Airport, services the airport hourly.
To contact MATA direct, you may call
(901) 274-MATA. The Downtown Memphis
Marriott is not located directly on the MATA
bus line. -»

GoodSearch=
GreatDonations

There is a new and easy way to raise
money for the National Ataxia Foundation
just by searching the internet with
www. GoodSearch.com.

It’'s simple. You use GoodSearch like any
other search engine — the site is powered
by Yahoo! — but each time you do, money is
raised for the National Ataxia Foundation.

Last year search engines generated close
to $6 billion in revenue from advertisers.
With GoodSearch, part of this advertising
revenue will now be directed to the National
Ataxia Foundation.

Make a difference and search the inter-
net. Here’s how it works. Log on to
www.GoodSearch.com and type “NAF” in
the “I'm supporting” box. Each time you
search the internet using GoodSearch a
donation will be made to the National Ataxia
Foundation. It's that easy!

We hope that you will not only use
GoodSearch as your main search engine,
but also pass this message on to your
family, friends, and co-workers. Thank you.
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From the Desk
of the Executive Director

There is much excitement at the National
Ataxia Foundation. As of this writing, the
Foundation is reviewing 28 important ataxia
research studies from around the world.
Through your support of the 2006 NAF Annual
Ataxia Research Drive, the most promising of
these studies will be funded in late December
2006 for fiscal year 2007. Because of you,
scientists around the world are learning more
about ataxia each and every day.

Currently, the Foundation is working on
Phase Il of our web site, www.ataxia.org. The
Foundation made significant
changes to the web site in
Phase | this past summer and
we are looking forward to provid-
ing you with more information
and easier navigational accessi-
bility in Phase Il and Phase Il
The launch date for Phase Il is
scheduled to begin in the first
quarter of 2007.

| am pleased to report that
memberships are significantly
up this year. Late this past
summer the Foundation began
its first NAF Annual Membership

Drive. We are truly thankful for michael Parent

those who became NAF mem-

bers for the first time. It is because of you and
the entire membership which allows the
Foundation to publish Generations, upgrade
the web site, develop ataxia publications, and
offer help and assistance to ataxia families.

In this issue of Generations you will find a
registration form to attend the 2007 NAF
Annual Membership Meeting, “Bridge To
Hope.” This conference is the Foundation’s
50th annual membership meeting. The meet-
ing is being hosted by the NAF Mississippi
Chapter and is being held in Memphis,
Tennessee on March 22-25, 2007 at the
Downtown Memphis Marriot.

The conference will offer presentations from
many of the world’s leading ataxia scientists
and clinicians who will provide the latest

information on ataxia research and updates on
potential therapies. There will be breakout
sessions that will provide you with valuable
information on nutrition, coping, exercise,
genetics, and much more. “Birds of a Feather”
will be offered again, allowing people who
share the same concerns or same type of
ataxia to meet as a group to discuss their
particular needs and issues.

The annual membership meetings offer
each of us the opportunity to learn the latest
information on ataxia research and to develop
a better understanding about
ataxia. | encourage all of you to
attend this landmark meeting to
learn, share, network, meet new
friends, and have fun. You are
in store for an impressive slate
of presenters, a great time, and
because it is the 50th, a few
surprises. | look forward to see-
ing you at the 50th.

NAF started through a commit-
ment of one man, Dr. John W.
Schut, the founder of the
Foundation. His vision and dedi-
cation has made an everlasting
and profound impact on the
ataxia community. Through
Dr. Schut’s initial research efforts, his encour-
agement of others to join in this important
cause, and in pursuing other researchers to
become involved with ataxia research, his
journey formed the foundation in which this
organization is built upon ... helping ataxia
families.

Today | see many people who share the
same vision and commitment. Board mem-
bers, NAF Medical and Research Advisory
Board members, NAF Chapter Presidents
and officers, support group leaders, NAF
Ambassadors, staff, researchers, volunteers,
donors, fund raiser organizers, and others who
give so much so others can have a better life.
| applaud all your efforts in sharing Dr. Schut’s
goal in helping ataxia families.

Winter 2006-07
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Update on Clinical Trials
in Friedreich’s Ataxia

by Susan L. Perlman, M.D.

With the close of 2006, we can look back

with satisfaction and forward with excitement.

Discovery and Preclinical Testing
of Drugs for Friedreich’s Ataxia

The genetic mutation that results in frataxin
deficiency, the cause of Friedreich’s Ataxia, was
discovered 10 years ago.! Since then, basic sci-
entists have continued to refine our under-
standing of the role of frataxin in normal nerve
and cardiac muscle cells (carrying iron to
iron-sulfur clusters in mitochondria, needed to
prevent buildup of free iron, iron-related free
radicals, and free radical-related damage, and to
ensure the efficient production of energy to
avoid an “internal energy crisis”).2

Basic scientists have also discovered how the
GAA expansion mutation in the frataxin gene
actually acts to prevent frataxin production —
the elongated piece of DNA in the gene causes
the DNA to become “sticky” and fold back on
itself, preventing the transcription of the
messenger RNA needed to make the frataxin
protein. The gene 1s effectively “silenced.”3

And finally, the basic scientists have devel-
oped cellular (researchers in the U.S., France,
and Australia) and animal models of
Friedreich’s ataxia.4-6 They have developed
microarray technology to study related changes
in other genes and proteins in the cell affected
by frataxin deficiency.” These systems will
allow the above mechanisms to be studied in
depth, will assist in the rapid development of
ideas for treatment, and will aid in monitoring

promising treatments that could be brought to
human trials.

Candidate drugs, that arise from the collabo-
rative efforts of basic scientists and clinical
researchers working to understand the causes of
FA and the types of interventions that could
cure it, can take up to six years to get through
testing that shows their potential to work and
their safety in animals. These “pre-drug” stud-
ies can cost $25,000-80,000 per year for the
discovery phase and $100,000 per year for the
animal studies, funded by government, private
research organizations, and pharmaceutical
companies.

Pre-drug studies in FA have yielded a list of
over a dozen candidate drugs targeting the
above mechanisms and some have had small
pilot studies done to assess possible effectiveness:

1) Prevent buildup of free iron—three forms
of mitochondrial-permeable iron chelators;8-9

2) Prevent buildup of iron-related free radi-
cals and free radical-related damage — coen-
zyme Q10,10 idebenone,!1-12 mitoquinone,!3
Edison Pharmaceuticals compounds derived
from coenzyme Q10;

3) Ensure the efficient production of energy
— CoQ10, Idebenone, MitoQ, Edison com-
pounds, pioglitazone;

4) Increase frataxin production or at least
the amount of frataxin in the mitochondria —
polyamides!* and histone deacetylase

Continued on page 8
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Update on Clinical Trials in FA
Continued from page 7

inhibitors15 to “unsilence” the gene, transport
more frataxin in from outside mitochondria,!6
reduce breakdown of frataxin in the mitochon-
dria, gene therapy,!7-18 and erythropoietin!®
that increases frataxin levels by unknown
mechanisms.

Research in FA is increasing at an exponential

pace (see Graph 1).

Graph 1: Number of U.S. Studies Funded by
FARA, MDA, NAF, and NIH for FA

(does not include multiple smaller grants
from multiple smaller agencies)

20 —

15 -

10 |

1997 1998 1999 2000 2001 2002 2003 2004 2005 2006

Phase I, I, and III Clinical Trials
(see Tables 1 & 2)

Before one can begin the formal clinical trial
process, there has to be a way to reliably
measure improvement in a patient’s exam and
quality of life (clinical outcome measures,
including a valid rating scale). FA researchers in
the US have developed a reliable rating scale
(Friedreich’s Ataxia Rating Scale or FARS?20-23).
Other researchers are looking at blood24 or
urine?5 tests and brain imaging studies26-27 that
could show improvement. There also has to be
a patient registry and a network of clinical trial
centers.

Only two drugs have so far moved into the
tormal clinical trial process. Both Idebenone
and Mitoquinone have completed Phase I
studies of 20-80 normal volunteers or patients,

Generations
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using increasing doses of the drug to determine
side effects, safety, and best dosing. Idebenone
was found to be absorbed best when taken with
a fat-containing meal, at doses up to 60 mg per
kilogram body weight per day. Mitoquinone
was found to be absorbed better in the morning
on an empty stomach at a total dose of around
80 mg per day. Both could cause nausea. While
both did a good job of decreasing free radical
oxidative stress, idebenone was felt to stimulate
energy production better and mitoquinone was
felt to get into the mitochondria better to tackle
the free radicals. It was not clear which mech-
anism would be the most important for FA.

Phase I studies can take up to two years to
complete. Phase II studies of 20-300 patients,
divided into treatment and placebo groups, may
also take up to 2-3 years to complete, to assess
the potential for beneficial effects and to fully
explore the safety and side effect profile of
the drug. Phase I and II studies may cost
$500,000-700,000 per year for about four years.

[t can take up to $2-4 million to get to this
point with a new drug.

Idebenone has completed its Phase II study.
This was a joint effort of the NIH and Santhera
Pharmaceuticals and was run by Dr. Nicholas
D1 Prospero at the NIH. Forty-eight patients
between the ages of nine and 17 years old were
enrolled in a double-blind, placebo-controlled,
six-month study of placebo vs. Idebenone at
three doses (4-8mg/kg, 10-20mg/kg, and 30-
50mg/kg; 12 patients were in each of the four
possibilities). On the International Cooperative
Ataxia Rating Scale (ICARS — an older
European rating scale for ataxia), there was a
suggestion of improved ataxia scores and activi-
ties of daily living for those on the medium and
high doses. The urine test of oxidative stress did
not change on Idebenone (perhaps it is not a
sensitive enough test). The cardiac testing has
not yet been analyzed (although the heart has
benefited in prior smaller trials at lower doses).

Mitoquinone will be starting its Phase II »
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Table 1: Types of Clinical Trials
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Type # of Subjects Length Aim of Study

N of 1 1 Ongoing Do I get better or stop getting worse on this drug?

Pilot Up to 20 Weeks to months Is a larger study worth doing, will there be problems?
All get drug

Phase | 20-80 normal 2 years Escalating doses to learn side effects, safety, best dose.
or patient in
groups of 3

Phase 11 20-300 2 years To assess potential for good effects, as well as side effects.
Control and Also designed as “futility” study — to show a drug
drug groups doesn’t not work (fewer subjects, less cost).

Phase 111 300-3,000 3-5 years To prove efficacy. May include crossover design or open
Control and extension trial.
drug groups

Phase IV 100s-1,000s Ongoing To find out more about the eftects of an approved drug.
Open drug use

study in 2007, pending approval by the FDA of
the protocol (the start of the study will be
announced on the NAF and FARA websites).
Antipodean Pharmaceuticals 1s planning to
enroll 130 ambulatory patients from age 12 and
up, at four centers in the U.S. (Los Angeles,
San Francisco, Galveston, Atlanta) and two
centers in Australia/New Zealand. Half of the
patients will be on placebo and the other half
on the drug. The study will last one year and
will be using the FARS to measure improve-
ment in ataxia.

Idebenone will be ready to move on to its
Phase III study also in 2007. Phase III studies
are the final step before submission for FDA
approval for a new drug. They involve 300 or
more patients, usually spread out at multiple
centers, and also use a double-blind, placebo-
controlled protocol. The primary purpose of
a Phase III study is to show that the drug
really works. Phase III studies can cost up to
$4-5 million ($10,000 per patient) and are a
major commitment by any pharmaceutical
company. Because of this, the pharmaceutical
company has the final say (along with the FDA)
about how a study will be run. Placebo controls
(a group of patients who do not receive the

drug, but are given a “fake drug” instead) must
be used to prove that it is the drug, not other
factors, causing the improvement. Often the
study must limit the type of patient accepted
into the trial, for instance only patients who
can walk (are ambulatory), to assure that they
can get the best possible results with the fewest
patients (100s not 1,000s) in the shortest peri-
od of time (months not years).

From discovery to FDA approval can take
upwards of 15 years and cost $500-700 million
for a promising new drug.

The genetic mutation that results in frataxin
deficiency, the cause of Friedreich’s Ataxia,
was discovered 10 years ago. We still do not
have a cure. There still remain many hurdles
(regulatory, financial, and scientific) between
us and a cure. It is easy for scientists and
pharmaceutical companies to become impa-
tient and consider turning their efforts aside to
less difficult or more profitable lines of
research. However, if patients and families have
been able to stay the course for these 10 years,
then certainly scientists and pharmaceutical
companies can muster the resolve to continue

Continued on page 10
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Update on Clinical Trials in FA
Continued from page 9

the public-private partnership that the patients
and families have fought so hard to establish.
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Table 2: Funding a Public-Private Partnership

Discovery — clinicians and scientists working out the
cause of the disease, the “dominos” that fall over, and
a group of targeted candidate drugs.

* $25-80,000 per year over many years

» Government, private research foundations

Preclinical testing — test tube and animal studies.
* $100,000 per year for at least 2 years
* Government, private research foundations,
pharmaceutical companies

Phase I and Phase II —
* $500-700,000 per year for 4 years
* Government, private research foundations,
pharmaceutical companies

$2-4 million to get to this point

Phase III —
* $4-5 million ($10K/subject)
* Pharmaceutical companies, with help of private
research foundations

FDA Approval

Post-marketing studies — for long-term side-effects
and good effects and possible other uses of the drug.
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Why start an ataxia support group? Giving
people who share the same issues and con-
cerns a way to meet and learn together is an
important part of a support group. Where isola-
tion is replaced by inclusion and fellowship.
Where misinformation is replaced by under-
standing and being informed. Support groups
allow for learning, sharing, caring, friendship,
and networking.

Support groups also serve as a local voice
about ataxia issues, from hosting an
International Ataxia Awareness Day (IAAD)
event, to speaking to a local civic group, or
contacting a local newspaper about your sup-
port group and ataxia. Support groups have a
lot of fun through various social outings such
as a group picnics or going as a group to a
sporting event. NAF Ataxia Support Groups
bring local ataxia families together to help one
another and to let the local community know
about ataxia.

Many support groups invite a variety of
speakers to attend the support group meet-
ings. Local neurologists, geneticists, physical
therapies, nutritionists, government agencies,
and others attend to discuss various issues
and topic that are of concern to the group.

Many NAF Ataxia Support Groups conduct
fund raisers to raise awareness and to raise
funds to support the important work of the
National Ataxia Foundation. The Foundation
provides a fund raising kit that will give you
suggestions in ways to raise funds to help you
in your fund raising efforts or you may want to
try something unique for your local area.

Forming a NAF Support Group

Getting Started

The first thing to do is to complete an NAF
Ambassador form. You must first become an
NAF Ambassador before you can start a sup-
port group. There are various criterions to look
at in determining the eligibility of an NAF
Ambassador’s application, including that the
applicant must be an NAF paid member.

Once you become an Ambassador, the
Foundation will help you locate ataxia families
in your area to determine if there is interest in
establishing a support group. The Foundation
will provide mailings to local ataxia families in
your area and list you in the NAF Ambassador
section in each issue of the publication
Generations.

Once it is determined there are sufficient
number of people interested in starting a
support group, the Ambassador will need to
complete a NAF Support Group application.
Once approved, NAF will assist you with techni-
cal support in giving suggestions for meeting
places, speakers, awareness programs, fund
raising, and much more.

Make a Difference

NAF Support Groups make a difference in
the lives of local ataxia families. If you would
like to learn more about starting a support
group, please call the NAF office at (763) 553-
0020 or e-mail Lori Shogren at lori@ataxia.org.
Thank you.

Editor’s note: A special thank you to Bill Lee
for his input into this article and for his impor-
tant work in helping support groups.
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Caregiver’s Gorner

NAF has permission to reprint the following excerpts from the “IT'he Comfort of Home” series.

Loss, Grief, and Loneliness
Allowing Time for Healing

Grief 1s a normal, natural response to losing
someone you love, and expressing the emo-
tions you feel when you lose a loved one is very
important. Emotions that are not expressed can
make you depressed or cause other psychologi-
cal or physical problems.

The stages and experiences of grief are similar
for everyone — but the time it takes to pass
through them varies. Most people start to feel
less sad and lonely in about a year. This
includes spending the holidays without the
person who died. The grieving process can
take longer than a year for some people, but
may never go away entirely because someone
you love can never be completely forgotten.

When you lose someone, you may experi-
ence such intense and conflicting emotions
that you feel like you are going crazy. This hap-
pens to many people. However, by recognizing
the common stages of grief, you can learn to
handle feelings that might otherwise be alarm-
ing. Remember, the grieving process is natural
and, ultimately, will restore balance to your life.
Your life has changed, but you can find a way
to get things back to normal again by allowing
yourself to feel and express your emotions.

The Common Stages of Grief

Although most people go through nine stages
of grief, some may not experience all of these
stages and they may go through them in
random order before reaching acceptance.
These stages include:

1. Shock and numbness: Can last from a
few days to several months.

2. Denial: Refusing to acknowledge and
accept the loss.

3. Emotional release: Overwhelming sadness
and bouts of crying, often at unexpected times.

4. Guilt: Feeling that you could have done
more to help.

5. Disorganization & anxiety: Confusion,
inability to concentrate, causing feelings of
panic.

6. Memory flashbacks: Suddenly remem-
bering both the good and bad times.

7. Loneliness & depression: A long period
of sadness and loss of interest in things that
used to be fun.

8. Anger and resentment: Being angry at
doctors, family, friends, God, and even the one
who died.

9. Recovery & acceptance: Returning to a
more normal life. This doesn’t mean you forget
the person you loved, but you do not think
about them all the time and feel sad.

Grief Support Groups

Your grieving process will be easier if you
meet with others who have had a similar expe-
rience. Grief support groups often meet at
churches, synagogues, county mental health
offices, and hospitals. Many hospice organiza-
tions sponsor support groups. Ask your doctor
or other health care professional to recommend
a group. Eventually, you will find a way to
make peace with the pain of loss and move on
with your life.

Serious Warning Signs

If your feelings seem like they are out of
control or otherwise unmanageable, make an
appointment with a professional counselor or
other mental health professional. Your doctor
can give you a referral. Also, if you know
someone else who seems like they might need
help because they are struggling with strong »
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The Dow is hitting record highs and both the
NASDAQ and S&P 500 continue to show strong
gains. Perhaps it is time to look at your stock
portfolio and reinvest some of your gains into a
proven performer.

Directly donating appreciated securities, such
as stock, to the National Ataxia Foundation sig-
nificantly helps your overall tax strategy and
appreciably helps the important work of the
Foundation. By directly donating appreciated
stock, donors have no capital gains tax liabili-
ties and are also able to deduct the full market
value of the stock.

There have been a number of families and
individuals who have seen the advantages of

Turn Stock Gains into Help and Hope

directly donating appreciated stock to the NAF.
A number of these donors have specifically
designated the securities for ataxia research.
Because of the generosity of these donors, the
Foundation has been able to support promising
ataxia research and provide meaningful pro-
grams for ataxia families.

Please consider investing in the NAF through
a donation of appreciated stock. Your invest-
ment will provide help and hope to ataxia fami-
lies and give you a significant tax advantage.

Before you make a gift of directly donating
appreciated stock, please consult your tax advi-
sor or financial planner to make sure you
receive all the tax advantages available to you.

emotions; offer to help them find a counselor —
for example, if you or someone you know:

1. Feels strong hostility

2. Loses all emotional feeling

3. Begins using alcohol or drugs

4. Feels happy when it would be more appro-
priate to be sad

5. Withdraws from friendships and activities

6. Seems profoundly depressed

Denial and Loss of the Dream

When a person gets sick and then dies, care-
givers and family members experience the loss
of their loved one, but they also experience the
loss of the dreams they shared with them.
Disease might prevent their loved one from
sharing in daily activities and making long-
term plans. Living with chronic illness can take
the fun out of life. This is a wound that must
be acknowledged and dealt with. Being in
denial for a long period of time can also cause
stress. Expressing your feelings, allowing time
for healing, and the support of compassionate
friends is the best way to get through the griev-
ing process. Each time we experience a loss and
ignore it, things can only get worse. Grief must
be recognized and experienced. There’s no
avoiding it.

Sometimes you might feel like you are on a
strange, new path, lost in a wilderness that is
totally unfamiliar. You may feel angry and frus-
trated that things have not turned out the way
you planned. There may be times when you are
not finished grieving for one loss, when another
loss occurs. The grieving process can be very
difficult, but it can also be the light at the end of
the tunnel. Loss, grief, and loneliness create
new challenges, but they also allow us to expe-
rience our feelings and put them behind us.

Source: Caregiver’s Journey, Bonnie G. Danowski,
Family Caregiver and Healthcare Advocate.

Taking Care of Yourself — Forgiveness
Part of the normal grieving process is
forgiving the person who died for any real or
imagined faults. You might even need to
forgive them for dying. You also need to
forgive yourself for anything you think you
might have done wrong, or something you
should have done, but didn’t. The inability to
forgive creates stress, which can lead to physi-
cal, mental, and emotional problems. If you are
having trouble with forgiveness, find someone
to talk to about it, either a professional coun-
selor or a compassionate support group. >

© 2006 CareTrust Publications LLC. All rights reserved.
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SCAG6: A Tail About a Tail

The following is a research summary of a grant funded by NAF.

If searching for the cause of a disease, such as
hereditary ataxia, is a bit a like trying to find
the criminal after he has left the crime scene,
then the search for the cause of spinocerebellar
ataxia type 6 (SCAO) has just uncovered a new
suspect.

When SCAG6 was first discovered in 1997 by
Huda Zoghbi’s group at Baylor College of
Medicine, their findings were viewed with
extreme interest and curiosity. The mutation
they discovered was a familiar type — a trinu-
cleotide repeat, sort of a genetic stutter — which
researchers were accustomed to seeing in genes
causing other forms of ataxia or other neuro-
logical diseases. However, the mutation in
SCAG occurred in a gene that makes an equally
familiar protein, a calcium channel protein,
which had never been associated with
spinocerebellar ataxia. The repeated gene sec-
tion in SCA6 provided another example of the
expanded tracts of glutamine residues within a
protein chain of amino acids. This tract, how-
ever, was found in the tail portion of a calcium
channel called the P/Q-type voltage-gated
calcium channel. Larger versions of these poly-
glutamine tracts had been found in several
other disease-causing mutations including
those responsible for Huntington disease, SCA
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Figure 1. Spinocerebellar ataxia 6: suspect 1.
SCAG6 could cause ataxia by making leaky calcium
channels. A) Drawing of part of normal P/Q channel
with calcium entry controlled. B) P/Q channel bear-
ing an SCA6 mutation (red), depicting how channels
may become leaky.

1, 2, and 3. They are believed to cause disease
by mis-folding and accumulating inside the
cell, interfering with normal cellular
metabolism. Finding a mutation in a calcium
channel was surprising. Ion channels serve as
gated portals that open and shut intermittently,
allowing specific ions (sodium, calcium, potas-
sium) to pass from one part of a cell to another
at the right time for a nerve cell to function
properly. Mutations in these channel proteins
do cause diseases, such as epilepsy and muscle
diseases, but they frequently cause episodic
disorders, presumably because channel proteins
function intermittently.

In our initial study of SCA6, we reasoned
that the slightly elongated polyglutamine tract
found in the tail of calcium channel in patients
with SCA6 might disturb channel function.
Too much or too little calcium in cerebellar
nerve cells might be a problem. Together with
Dr. Pierre Charnet’s group in Montpellier,
France, we tested this theory by attaching the
clongated glutamine tracts from SCAG6 patients
to the tails of calcium channels that we injected
into cells used for measuring calcium currents.
We found that, in fact, the calcium channels
containing the patients’ elongated glutamine
tracts tended to open easier and remain open
longer when given the usual opening triggers.
Therefore, we felt we had our first suspect,
“leaky” calcium channels (Figure 1). We initially
hoped that this finding would be confirmed by
others and the concept of cerebellar Purkinje
cells being damaged by excessive calcium in
SCAG6 would lead to drug therapy strategies
aimed at “tightening up” the gate of the leaky
calcium channels.

When other laboratories tried to reproduce
our study, however, the problem proved not to
be so simple. It turns out that the calctum »
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channels made from this same gene can have
several different variations in their structure
with different behaviors, yet still carry the
mutation. As a result, when other laboratories
studied different calcium channel variations
bearing the SCA6 mutations they had conflict-
ing results. Sometimes the SCA6 mutation
caused calcium channels to open too easily and
other times to open less easily or to misbehave
in other ways. With this finding, it was difti-
cult to envision how to design of treatments.
Should the goal be to develop a drug to make
SCAG6 calcium channels close more tightly as
we found, or to open more easily as others
found? Did we have the right suspect?

With this quandary in mind, Holly
Kordasiewicz and Randall Thompson in my
laboratory started a new project a few years
ago. We were interested in finally putting to
rest the 1dea that the polyglutamine tract in the
tail of the channel could ever behave on its own
like something similar to the other poly-
glutamine degenerative diseases. That is, while
we and others were struggling with the concept
of abnormal channel behavior as the prime
suspect in SCAG6, others were drawing a picture
of how other polyglutamine expansion disor-
ders caused neurological disease by sending the
mutant protein, or a fragment of the protein,
with its expanded polyglutamine tract, into the
nucleus of the nerve cells to cause damage. The
expanded polyglutamine tracts seem to enter
the nucleus, the genetic control center of each
cell, and alter the normal molecular machinery
that affects nerve-cell viability. We and others
had previously traced the distribution of the
P/Q calcium channel in brain tissue and cere-
bellar nerve cells using labeled antibody probes
and found that it 1s predominantly localized in
the usual places calcium channels are found,
the membrane (surface) of the nerve cell body
and small branches called axons and dendrites,
that 1s, outside the nucleus.

In our recent study, however, we developed

a new pair of antibody probes, one for the
extreme tail of the protein, and one that bound
to the main body of the channel protein. When
we tested the binding of these antibodies in
cells induced to artificially produce the channel
protein, we found, to our surprise, that one
antibody probe detected the main portion of
protein in the membrane of the cell — where it
was supposed to be forming an ion channel —
while the tail probe detected the tail portion of
the protein both on the membrane and within
the nucleus of the cell. We then used this new
tail probe antibody on human and mouse brain
tissue and found that it also detected the tail of
the protein in the nucleus.

More detailed studies told us two things.
First, the gene that made this protein did not
just make a single calcium channel protein
molecule, because we found a separate frag-
ment that was cleaved oft the channel protein
and resided in the cell. Second, that fragment
was transported to the nucleus by a natural sys-
tem that proteins use to enter the nucleus to
deliver important messages or instructions for
cell functioning. Two additional facts empha-
size the importance of this observation for
finding the cause of SCA6. First, the cell type
that has the highest quantity of this calcium
channel protein and in which the tail fragment
goes to the nucleus is the Purkinje cell of the
cerebellum, the very nerve cell that dies in
SCA6. Second, the tail fragment that is cleaved
from the calcium channel protein and is
transported to the nucleus contains the polyg-
lutamine tract that is expanded or mutated in
SCAG6. Therefore, in the quest to understand
the cause of SCA6 a new suspect and new
scenario was at hand. In this scenario, the
probable perpetrator in the death of the
Purkinje cells was not an abnormally function-
ing channel with a leaky gate, but a fragment of
the channel protein that is naturally cleaved oft

Continued on page 16
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SCAG6: A Tale About a Tail
Continued from page 15

this channel and sent to the nucleus. The
mutant fragment with the expanded tract of
glutamine residues is transported to the nerve
cell nucleus to perform a normal signaling
function, but because it contains the expanded
tract it somehow harms the cell (Figure 2).

When we tested this idea by inducing cells to
express just the tail of the protein, we found
that the tails were transported right to the
nuclei of nerve cells and that tails that contain
the expanded tract are excessively toxic to both
cultured cells and nerve cells. Finally, when we
blocked transport of the tail, toxicity was pre-
vented.

If this second suspect turns out to be the
culprit and cause for SCA6, then SCA6 as a
disease process will become more closely
aligned to the polyglutamine-mediated degen-
erative neurological disorders. While the details
of how the transported toxic tail harms the
Purkinje cell nucleus still need to be worked
out, the basic process may more closely
resemble what occurs in Huntington Disease as
well as spinocerebellar ataxia types: SCAT,
SCA3, SCA17, spinobulbar muscular atrophy,
SCA17 and dentatorubropallidoluysian
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atrophy. Each of these disorders also involves
the transport of a whole or fragment of protein
that has a mutant, expanded polyglutamine
tract. Learning why these proteins are toxic and
developing ways to prevent it should lead to
better treatments of each of the ataxias.

By borrowing insights from each other
we have all helped this field move more
rapidly. <>
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Figure 2. Spinocerebellar ataxia 6, suspect 2.
SCAG6 could cause ataxia by cleavage and translocation
of the tail of the channel protein to the nucleus,
where it has a toxic effect.

Donate Your Vehicle to NAF

Selling your vehicle can be such a hassle;

&

Make your life easier and
help others by donating your
car, truck, or van to the
National Ataxia Foundation.

Your vehicle will be picked
up free of charge, and you will
be able to take a tax deduction
for your donation.
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people calling you day and night to
schedule a meeting to see your
vehicle, and then they don’t

show up!
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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.

How do | donate my
vehicle? Donating your
vehicle is easy! Just

call the National Ataxia
Foundation today at (763) 553-0020.
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International Ataxia Awareness Day

Orange County California
Ataxia Support Group

Submitted by Peggy Hyatt

International Ataxia Awareness Day was cele-
brated at Marie Callender’s in Fountain Valley,
CA. It was our first fundraiser. We passed out
flyers for one week and on the 25th we ate
lunch/dinner or both, at Marie Callender’s and
had great fellowship and excellent food.

Our goal as a group is to submit information
packets with meeting locations to all the neu-
rologists and physical therapist in Orange
County in hope of being in touch with more
people with ataxia and increasing general
awareness.

San Diego Ataxia Support Group
Submitted by Earl McLaughlin

For the second year in a row, the San Diego
Ataxia Support Group held a fundraiser to
celebrate International Ataxia Awareness Day.
Nearly $800 was raised that day, plus other
donations were sent directly to the NAF.
The fundraiser was held at a local restaurant,

which donated 20% of its sales to diners who
presented a flier distributed by the group. The
manager of the restaurant said it was the largest
turnout they’d had in some time. Estimates are
that their Monday night business was tripled.
Plans are being made for next year, including
expanding to a second location.

The Greater Atlanta
Ataxia Support Group

Submitted by Dave Zilles

The Greater Atlanta Ataxia Support Group
held an International Ataxia Awareness Day
Proclamation signing with Georgia Governor
Sonny Perdue on September 20 at the Capitol
in Atlanta.

This was our fifth annual signing and we had
another great turnout. The event was followed
by the Annual IAAD Picnic held at Lake
Lanier on Sunday, September 24. We had hot
dogs and hamburgers cooked on the grill and
everyone brought side dishes and drinks. We

Continued on page 18

Earl McLaughlin next to the San
Diego Ataxia S.G. IAAD fundraiser
booth at a local restaurant.

taxia

Support Group held their Fifth Annual Proclaimation Signing to
raise awareness for ataxia.
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International Ataxia Awareness Day
Continued from page 17

had about 25 people attend.

On September 30, the group met at Stone
Mountain, just outside Atlanta, to watch the
famous laser show against the world’s largest
relief sculpture, the Confederate Memorial
Carving.

The entire carved surface measures three
acres, larger than a football field. The carving
of the three men — Stonewall Jackson, Robert
E. Lee and Jefterson Davis — towers 400 feet
above the ground, measures 90 by 190 feet, and
1s recessed 42 feet into the mountain. The
deepest point of the carving is at Lee’s elbow,
which is 12 feet to the mountain’s surface.

N.E. Florida Ataxia Support Group
Submitted by June McGrane

The N.E. Florida Ataxia Support Group met
on September 23 at the Homestead restaurant
in Jacksonville. We celebrated National Ataxia
Awareness Day at the restaurant with a special
cake decorated for the occasion.

We distributed NAF TAAD pins, ataxia
window clings and bumper sticks to all the
members. The ataxia quilt square we created

was on display for all to see.
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This special cake was enjoyed by members of the
N.E. Florida Ataxia Support Group in honor of
International Ataxia Awarness Day.
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How I Celebrated IAAD

Submitted by Mary Jane Damiano

I have served as Coordinator of International
Ataxia Awareness Day for the Village of North
Syracuse since 2000. The awareness of ataxia
was greater then ever this year. We distributed
IAAD bookmarks at 34 libraries throughout
Syracuse and Onondaga County. We received
IAAD Proclamation from the Village of North
Syracuse, the City of Syracuse, and the County
of Onondaga.

John Heindorf, Mayor of the Village of
North Syracuse served as Master of
Ceremonies at our IAAD Ceremony on
September 21, 2006 at North Syracuse
Community Center. The event paid tribute to
those ataxia patients that were present. Diane
Browning, Deputy Mayor of the Village of
North Syracuse, conducted a candlelight
ceremony representing hope and unity by all
those who suffer from the disease and those
who care for them. State Senator David ]J.
Valesky spoke about New York State’s efforts
to fund ataxia research. Jeft Paston, National
Ataxia Foundation volunteer, spoke about
ataxia in President Abraham Lincoln’s family.
Refreshments donated by Wegmans Food
Markets were served. Fergerson Funeral Home
donated a fresh flower centerpiece for the head
table.

Jack Parker and I appeared in a front page
article about the community’s efforts to
increase the awareness of ataxia in the
September 27 edition of the North Syracuse
Star-News.

Submitted by Bill Lee

Frederick Mayor Holtzinger presented, in
person, a Proclamation for IAAD on Tuesday,
September 26 at City Hall. The County
Commissioners were not able to do a personal
presentation this year; instead, they sent their
proclamation to me, with regrets. »
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I would just like to remind everyone how
easy it is to line up an IAAD proclamation.

All it takes is a phone call!

Submitted by Deborah Omictin
On Sunday, September 24, I celebrated

International Ataxia Awareness Day at Mount
Eden Presbyterian Church, where Pastor
Zondra Newsome performed a candle lighting
ceremony with the children. She explained to
them and the entire Congregation that I, Elder
Deborah Omictin, have a rare progressive dis-
order of the nervous system affecting balance
and coordination called ataxia and explained
why we lighted a candle for Hope and Unity.

At the Northern California Ataxia Support
Group's September 16 meeting, we supplied
attendees with IAAD pins and bookmarks.

On September 25, my husband King wore
his IAAD t-shirt and my nine-year-old niece
Sophia wore an IAAD pin.

Submitted by Shawn Hagler

An article was published in The Times
Picayune on Sunday, September 10 featuring
Carla Hagler, Louisiana Chapter Leader. The
article entitled “Displaced by Katrina, Slidell
Women Restarts Support Group,” can be
found in the “Slidell Picayune” section of the
newspaper.

Submitted by Sister Mary E. Baker

[ am a retired teacher of the University of
Saint Mary in Leavenworth, KS. T have spo-
radic ataxia and am a resident of a nursing
home facility. I have a motor scooter, however,
so I am able to go to other buildings on cam-
pus, one of which is the University of Saint
Mary. When I noticed the press release for
International Ataxia Awareness Day I did the
following:

1. Placed the poster and press release on a
bulletin board in the nursing home for all the
nurses and aides to read.
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2. Sent the press release to all faculty, staff,
and students at the University of Saint Mary as
well as friends and relatives.

3. Placed the poster and press release on a
bulletin board for beginning students in the
RN/BSN program at the university to read.

4. Volunteered to be a “real patient” in the
USM Nursing Therapeutic Interventions Class
so a therapist could demonstrate the proper
techniques used when making transfers from
bed to wheelchair. After her demonstration, I
showed the students the many assistive devices
[ use to maintain my independence and
explained how I live with ataxia.

5. Explained to the nursing students what I
have difficulty doing now and encouraged
them to be aware of what actions we take for
granted.

6. Sent e-mail, including the press release, to
all the members of our religious community,
the Sisters of Charity of Leavenworth, and
posted the information on our Sisters of
Charity of Leavenworth web page.

7. Wore my “Ataxia is not a foreign cab”

t-shirt as a conversation starter to get people to

read the press release. &»

g
IAAD Proclamation: The Town of Westport, MA
gave a certificate proclaiming September 25 at
International Ataxia Awareness day, the fourth
time the town has had a proclamation signed.
Shown above are Board of Selectman Chairman
Steve Ouellette (right), Janet Coyne (seated) and
Stacy Leger.
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They Won't
Come Around
to See You
Complain

By Harvey Nevis

In days of old, when I was bold
And disability wasn’t invented

I'd run along the streets all day
And strive to be contented

| dreamt of great things | knew | could be
And of things | would love most to do

Alas, reality caught up with me
And | saw what was really true

No feats of greatness
No mountains to climb
It somehow fell apart

For how can you
Make your dreams come true
With an empty heart

Would you please tell me the meaning of life!
What is it all about?

At times an outsider still looking in
A silly clown with a past on grin

How lonely life looks and yet | see
Lives abounding in people like me

What is their secret?
How did they get that way?
Will I ever get a chance to play?

Don't dare show others
how much you're in pain

For they won’t come around
to see you complain

Winter 2006-07

CFC Giving

If you are a federal employee and give
through your local Combined Federal
Campaign (CFC), please consider giving to
the National Ataxia Foundation. The
Foundation’s CFC number is 1028.

Please encourage your co-workers to
also give to the Foundation.

Shopping
on the Web

Didn’t get that special gift you were
expecting from Santa? There is a place to
find that special item: www.iGive.com.

No matter whether you are looking for
the latest fashions, office supplies,
books, jewelry, or more, you have found
the right place at www.iGive.com. The site
offers hundreds of stores to choose from
and brand names you know and trust.

Best of all, every time you make a
purchase on www.iGive.com, the National
Ataxia Foundation receives a donation!
What could be better? Help yourself to
great shopping and help the Foundation
at the same time.

IAAD Follow-up

If you participated in International Ataxia
Awareness Day and it was not mentioned
in this issue of Generations please let us
know and it will appear in the spring
issue.

Please send materials to Generations
Staff, 2600 Fernbrook Lane, Suite 119,
Minneapolis, MN 55447 or send e-mail
to naf@ataxia.org.
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The Phantom

By Lara Carbajal, Albuquerque, NM

Dedicated to my son Donnie (1962-1993), to my son Richard and to all the
parents who have lost, or are losing, a child with a degenerative disease.

A Phantom is your enemy,
A silent killer you cannot see.
More devastating day by day,

As capabilities fade away.

Your courage is beyond belief,
As though you try to soothe the grief,
Of friends and family, Dad and I,
Who feel so helpless standing by.

At times | feel my heart will break,
But hide the tears for others’ sake.
| ask God for the strength to let you go,
He surely must know that I love you so!

Is there no miracle cure in sight?
| say to my loved one, “Fight, Son. Fight!”
And fight you do, to no avail;
It seems your enemy will prevail.

| can hardly bear that you’re slipping away.
I’'m desperate to know what do or say.
What will | do when you are gone?
The void in my life will go on and on.

To accept “what is”, | search my soul;
Protecting her children is a mother’s role!
“What more can be done?” in anguish | cry,
As | sob in my pillow and ask, “Why, God why?”
| need the courage that you have shown,
This challenge is the greatest one I’ve known.

| try to celebrate each day,
That | can smile and touch and say,
“l love you, Son, with all my heart.”
| pray for guidance and do what | must.
I now rely on faith and trust.

The only thing that comforts me,
Is my belief in eternity.
We’ll each close the door on this earthly life,
And enter a place where there is no strife.

How wonderful that place will be!
Where those we’ve loved, again we’ll see.
What joy to be with you once again!
Free of disability and pain.

Oh, my dear son, as | kiss your face,
| see you running in that beautiful place.
| see you whole and happy and free!
No longer is the Phantom your enemy.

When the time comes and you decide to go,
Through all my tears, despair and woe,
I’ll thank God for the time we had,

The love we shared and I'll be glad
That you’re with God, and safe...at peace
The hardships are over;

Your struggles have ceased.

The memories of you will linger forever,
And | know once again we’ll be together.
We’ll have weathered the storm
and when it is done,

I’'ll love you forever for being my son.
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The Board of Directors of the National Ataxia Foundation
Cordially Invites You to the 2007 Annual Membership Meeting

““T'he Bridge to Hope’

Dates: March 22-25, 2007 Location: Memphis Downtown Marriott
250 North Main Street
Memphis, Tennessee 38103
(866) 449-7387 or (800) 228-9390

Advance Registration Fee for NAF members or Spouse/Caregiver:

A low per person registration fee of $50 gains you complete access to all Break Outs and
General Sessions, as well as participation in teen sessions, 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 spouse/caregiver 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 $100 per person
with a $400 maximum for families.

Late Registration or Registration at Door (NOT RECOMMENDED):
The fee for registrations postmarked after February 15, 2007 is $75 per person for NAF
Members ($300 maximum for families) and $125 for non-members ($500 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 head-
quarters. 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 reserva-
tions. Please see next item.)

2. Registration Fees. If you plan to attend either just the conference or just the banquet, the
full per person fee will still be charged. If you are bringing your children to the meeting, the
following fees will be charged: children two years and under are free; children three years
and over will be charged the full conference fee.

. Childcare services will not be provided by NAF or its local volunteers

4. Complete and return both pages of the Registration form by February 15, 2007. Please fill
out the name portion of the registration exactly as you would like it to appear on your name
badge.

w

Registration Deadline is February 15, 2007

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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2007 NAF Annual Membership Meeting Agenda

Please Note: Due to circumstances beyond our control, this meeting agenda is subject to change.

WEDNESDAY, March 21

Event Location Time
NAF Registration ..........cccooviniiiiiiinnne NatCheZ ... 6:00 - 9:00 p.m.
THURSDAY, March 22
Event Location Time
NAF Registration ..........cccooviiiiiiiiinnne NatChEZ ..o 8:00 a.m. - 9:00 p.m.
Early Teen Outing ......ccooovviiiiieiieie Grizzlies vs. Lakers, FedEx Forum .........cccoceeiinnne 6:30 - 10:00 p.m.
Early Adult Outing ......cccooovviiiiieeee Grizzlies vs. Lakers, FedEx Forum ........cccccovvieiinns 7:00 - 10:00 p.m.
Leadership Meeting ..........cccevvereeneenienne NaShVIlle .........cocoiiiii e 1:00 - 5:00 p.m.
Internet Group .......ccceeeeveeiiiiieeee e NashVille ......ccouvieiie e 7:00 - 9:00 p.m.
FRIDAY, March 23
Event Location Time
NAF Registration .........ccccooviviiiiiinnne NatCheZ ... 7:30 a.m. - 6:30 p.m.
Breakout Sessions ...........ccccovcirienieniene Various Meeting ROOMS ........ccooiiiiiiiiiiiiccenees 8:00 a.m. - noon
LUNCh i ON YOUI OWN ..ot 12:00 noon
Birds of a Feather (see below) ................. Various Meeting ROOMS ........ccccoviiiiviiniiiieeee e 2:00 - 5:00 p.m.
Reception ... MCCC Ballroom A&B .......cocoiiiiieieiiereeeee e 7:00 - 10:00 p.m.
BREAKOUT SESSION SCHEDULE
Time Heritage 1 Heritage 2 Heritage 3 Heritage 4 Heritage 5 Heritage 6
. Speech & Coping Caregiver e Treatments
8:00 a.m. Swallowing Late On-Set Coping Rehabilitation Dance & Medications
. . Coping Service - . .
9:00 a.m. Genetics Early On-Set Dogs Nutrition Depression Adult Siblings
. Speech & Coping Caregiver e Treatments
10:00 a.m. Swallowing Late On-Set Coping Rehabilitation Dance & Medications
. . Coping Service " . -
11:00 a.m. Genetics Early On-Set Dogs Nutrition Depression Adult Siblings

BIRDS OF A FEATHER — 2:00 - 5:00 p.m.

Birds of a Feather Informal Groups will meet from 2:00 - 5:00 p.m. in scattered areas throughout the Heritage Ballroom and
other meeting rooms. Please check the hall signs for your specific group’s location.

PARENTS BIRDS OF A FEATHER — 2:00 - 5:00 p.m. in the Nashville Room

This Birds of a Feather group time will be used to listen and share experiences. This will be a powerful time for each of us.
The session will begin with identifying some expectations of the group members and addressing their issues/concerns.

CAREGIVERS AND SPOUSES BIRDS OF A FEATHER — 2:00 - 5:00 p.m. in the Knoxville Room

This Birds of a Feather will be used by caregivers to share with other caregivers their experiences and concerns in this
most appreciated role.
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2007 NAF Annual Membership Meeting Agenda

Please Note: Due to circumstances beyond our control, this meeting agenda is subject to change.

SATURDAY, March 24

Event Location Time

NAF Registration ..........cccoooveiiiiieinnne NatChEZ ..o 7:30 a.m. - 5:30 p.m.
General SesSIioNS .......ccocviieiienieneeien MCCC Ballroom A&B ........ccoveeieeiieeeeecee e 8:00 a.m. - noon
Lunch .o ON YOUr OWIN ..ot 12:00 noon

General SesSIioNS .......cccocviiiiieneeneenien MCCC Ballroom A&B ........cccoiiiiienieiieieeieee e 2:00 - 5:00 p.m.
Silent Auction .......cccceeeiiiiiii TBA e 3:30 - 7:30 p.m.
Catholic Service .......ccooveiiiiiiiciiiis JACKSON .o 6:00 - 6:45 p.m.
Non-denominational Service .................... Chattan00oga ........cccceveeiieiieiee e 6:00 - 6:45 p.m.
NAF Banquet ... MCCC Ballroom A&B ........cccveiieiieceeeee e 7:00 p.m.

Saturday General Sessions

Time Speaker Topic

8:00a.m. .ccoeiiiiiiens Arnie Gruetzmacher ..........cccccceeueee. Welcome and Opening Remarks

8:30am. .o Michael Wilensky, MD...........c.......... Managing the Ataxia Patient

9:00a.m. .ooooeereeeeennnnn. Harry Orr, PhD .....coooviiiiiieieece Ataxia Research Review

9:30 @M. e Break

10:00 a.m. ccooveeeannn. Laura Ranum, PhD .........ccoceovneeen... SCA 8 Research

10:30 @am. oo Sid Gilman, MD ........ccccocviiiiieieenen, Sporadic Ataxia

11:00a.m. .coceeeeene. Henry Paulson, MD, PhD ................. Update on Spinocerebellar Ataxia Type 3/

Machado-Joseph Disease

11:30 @M. ooeeeeee Q&A Panel

12:00 nOON .....eeeveneee Lunch

2:00 pM. e Meri Firpo, PhD .....coooiiiiiiieee Using Stem Cells as a Model of Human Development

2:30 p.M. e S.H. Subramony, MD ....................... Uncommon Causes of Ataxia

3:00 pM. oo Robert Wilson, MD, PhD .................. Experimental Therapeutics for Friedreich’s Ataxia

3:30 pM. i Khalaf Bushara, MD ..........c.ccccceeun. Ataxia and Allergy to Wheat

4:00 p-M. oo Beverly Davidson, PhD .................... microRNAs in SCA1

4:30 p.M. oo, Q&A Panel

SUNDAY, March 25
Event Location Time
NAF Registration ..........ccccooviiiiiiininenn NatCheZ ... 7:30-11:00 a.m.
Business Meeting ........cccevveiiiiieennne MCCC Ballroom A&B .......cccoveiieiieeeeeeee e 8:00 - 8:30 a.m.
General SeSSIONS .......ccceoveiiieiiiiiiiinins MCCC Ballroom A&B ........cccoiiiiieieiieeee e 8:00 a.m.-1p.m.

Sunday General Sessions

Time Speaker Topic
8:30a.m. .ccooeiiiens Jeremy Schmahmann, MD ............... The Cerebellum in Behavioral Neurology
and Neuropsychiatry
9:00a.m. .oooeeeeeeeeennnnn. Mark LeDoux, MD, PhD ................... Other Movement Disorders in Patients with Ataxia
9:30 @a.m. .oooeeiieens Susan Perlman, MD ............cccccoee... Non-Experimental Issue of Diagnosis and Management
for Friedreich’s Ataxia
10:00 a.m. ..cccoeeeeenee. Break
10:30 a.m. .oooeeeene, Sara Ying, MD ......cccccoveviiiiiieeiens Eye Movement Abnormalities and Ataxia
11:00a.m. ...ccoeeennee. Arnulf Koeppen, MD .........c...ccoe...... Why Are the Dominant Ataxias So Different
from Each Other?
11:30 a.m. ..ooevveeeeeeenn John Day, MD, PhD ........cccccocveviinen. Review of What We Have Learned
12:00 noon .................. Q&A Panel

12:30 noON ..o Arnie Gruetzmacher ..........cccccceeueee. Closing Remarks
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2007 NAF Annual Membership Meeting Registration

1. Name: 2. Name:

Address: Address:

City/ State/ Zip: City/ State/Zip:

Country: Country:

Phone: Phone:

E-mail: E-mail:

InterNAF/Chat Name: InterNAF/Chat Name:

3 Adult (18+) O Teen (13-17) 3 Child (0-12) O Adult (18+) 3 Teen (13-17) 3 Child (0-12)
3. Name: 4. Name:

Address: Address:

City/ State/Zip: City/State/Zip:

Country: Country:

Phone: Phone:

E-mail: E-mail:

InterNAF/Chat Name: InterNAF/Chat Name:

O Adult (18+) 3 Teen (13-17) 3 Child (0-12) 3 Adult (18+) 3O Teen (13-17) 3 Child (0-12)
5. Name:

Address: Assist Dog

City/ State/Zip: Assist Dog

Country:

Phone:

E-mail:

InterNAF/Chat Name:
(3 Adult (18+) 3 Teen (13-17) 3 Child (0-12)

TRAVEL INFORMATION
Flying? O Yes O No If no, how will you be traveling (i.e.,
Air Carrier:

Arrival Date/Time:

Hotel

Flight Number:

driving, bus)?

Check-in Date:

Departure Date/Time: Hotel Check-out Date:
Please complete the following table for each person: #1 #2 #3 #4
1. Is this your first NAF Annual Meeting? YorN
2. Are you attending the Saturday evening banquet?
(included in your registration fee) YorN
3. If you are attending the Banquet, would you like the
Vegetarian (V) or Gluten-Free (G) option? Blank, V or G

Electric Wheelchair (E), or a Walker (W)?

. Will you be using a Scooter (S), Manual Wheelchair (M),
Blank, S, M, Eor W

Will you be participating in the Teen Program?

YorN

By attending the 2007 NAF Annual Membership Meeting you give permission for images of you, captured during
the conference through video, photo, and digital camera, to be used by the National Ataxia Foundation in promotional
materials, publications, and web site and waive any and all rights including, but not limited to, compensation or ownership.
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2007 NAF Annual Membership Meeting Registration

Payment Information for NAF MEMBERS Amount Quantity Total
Registration Fee for INDIVIDUAL Members and Spouse/Caregiver $50 ea.

FAMILY RATE (Applies to NAF members who have a $50 ea.

Household, Patron, or Lifetime Membership. This or maximum

includes members, their spouses and children under $200

18 only!) Maximum: $200

Late Registration for NAF Members (Includes all registrations $75 ea.

postmarked after Feb. 15 and all registrations at the door)

Payment Information for NON-NAF MEMBERS Amount Quantity Total
Registration Fee for Non-NAF Members $100 ea.

FAMILY RATE for Non-NAF Members (Maximum family $100 ea.

rate for individuals, their spouses and children under or maximum

18 who are not members of NAF) Maximum: $400 $400

Late Registration for Non-NAF Members (Includes all regis- $125 ea.

trations postmarked after Feb. 15 and all registrations at the door)

Teen Early Arrival Outing Thursday Evening Free*
*Free for TEENS 13-19 ONLY!

Take advantage of the MEMBER RATE and JOIN TODAY! Quantity Total

Yes, | would like to be a member of NAF! Please add an ADDITIONAL
0 $25+ (Annual Individual) O $45+ (Annual Household)
0 $100+ (Annual Patron) 0 $500 (Lifetime)

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

Yes, I’d like to help others attend an annual meeting in the future!
Here is my sponsorship contribution!

0 $50 (Offset of Registration) [ $250 (Travel Grant)

3 Other: (Any amount is helpful!)

TOTAL CHARGES:

PAYMENT INFORMATION: 0 Visa 0 MasterCard 0 Check enclosed

Name of Card Holder:

Address:

City: State: Zip: Country:
Phone Number: Signature of Card Holder:

Credit Card Number: Expiration Date:

Registration Deadline is February 15, 2007

Please complete both pages of this registration form and return to the following address:

National Ataxia Foundation, 2600 Fernbrook Lane, Suite 119, Minneapolis, MN 55447-4752
(763) 553-0020 Fax: (763) 553-0167 E-mail: naf@ataxia.org
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THE NAF BOARD OF DIRECTORS AND THE NAF MISSISSIPPI CHAPTER
WOULD LIKE TO INVITE YOU TO ATTEND THE

National Ataxia Foundation

50th Annual Membership Meeting

March 23-25, 2007

(Leadership Meeting March 22)

]oi s it Mempis for the Annual Membership Meeting!

The beautiful Downtown Memphis Marriott and Memphis Cook Convention Center
is pleased to provide the facilities for the National Ataxia Foundation.

Rooms are available at the special group rate of $126 per night.

Please be sure to make your reservations by February 27, 2007 in order to secure
the special group rate. If rooms are available, the special group rate will be
extended three days before and three days after the meeting dates.

To book your stay online, go to http://marriott.com/property/propertypage/
memdt?groupCode =ataataa&app=resvlink or if you would prefer to make your
reservations by phone, please call toll free (800) 228-9290 and ask for
the National Ataxia Foundation Conference special rate.

There were a limited number of ADA rooms available on a first-come, first-serve basis.
These rooms are full at this time. NAF will have a limited number of shower chairs,
toilet frames and tub bars available on a first-come, first-serve basis
at the Memphis Marriott Downtown hotel front desk.

We look forward to seeing you in Memphis!
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Medications and What to Ask the Doctor
Small Things Can Cause Big Trouble

NAF has permission to reprint the following excerpts.

Generations

Medications should always be taken exactly as
prescribed. Keep an up-to-date list of them and
when they should be taken. Never make any
changes without talking to the doctor first.
Learn to recognize changes in symptoms,
because it might mean the person in your care
needs to have a prescription changed. Drugs
can be expensive, confusing to use,
and have unwanted side
eftects. Patients or caregivers
should be sure to ask the
doctor and pharmacist how to
use them correctly.

At the Doctor’s Office

Give the doctor a list of all
the medications (and the
dosages) that the person in your care
is taking, including eye drops, over-
the-counter products, vitamins, and
herbal remedies. Tell the doctor
about any other treatments being used,
because using multiple treatments can be dan-
gerous. Tell the doctor about any allergies,
including food allergies. Questions to ask:

* Which medicine relieves pain the best?

* How long does it take for the drug to
work?

* Are there side effects? What should you do
if you notice any?

» Will any one drug react with other drugs?

* Could changes in diet, exercise, reducing
stress, or other things help the condition?

e If more than one drug is needed, ask the
doctor if they can be taken at the same times
each day. If a drug must be taken at a difficult
time (for instance, in the middle of the night),
ask about other choices.

* Can a lower dose be prescribed without

bad effects?

* Is it possible to buy a one-week supply of a
new medication to see if there are any serious
side effects? Are free samples available to try?

Resource for You
FREE Prescription Savings Card

Individuals and families who meet all four of
the following requirements are eligible for the
Together Rx Access Card:

* Not eligible for Medicare

* Have no public or private prescription
drug coverage

* Household income equal to or less
than:

— $30,000 for a single person

— $40,000 for a family of two

— $50,000 for a family of three
— $60,000 for a family of four
— $70,000 for a family of five

* Legal resident of the U.S. or Puerto Rico

If you meet all of the eligibility requirements
listed above, simply call 1-800-250-2839 to
start savings averaging 25-40% on your pre-
scriptions. For the most current list of

medicines and products, visit: www. TogetherRx
Access.com.

Medication Safety Tips

1. Refill prescriptions early so you won’t run
out.

2. It someone will be taking several medica-
tions on his own, find a pharmacy that will do
simplified packaging.

3. Check expiration dates frequently and
discard any medicines that are out-of-date.

Continued on page 44



Winter 2006-07

Generations

Aquatic Therapy: Exercising
Has Never Been So Easy

by Earl McLaughlin

The benefits of physical exercise cannot be
overstated. At the 2007 National Ataxia
Foundation Annual Membership Meeting in
Memphis, this will once again be the topic of a
breakout session. For the first time “aquatic
therapy” will be added as a session. | have
found that exercising in water makes my work-
outs easier and it has produced results.

Imagine exercising in an environment where
your joints are cushioned, you have more
range of motion, and you get the feeling of
being weightless. That is exactly what you get
when you exercise in water. It provides the
body with buoyancy to help with balance and
support that you simply can’t get when exercis-
ing on land. The water temperature cools the
body so that over-heating doesn’t occur.
Because of this, individuals can exercise
longer and work harder, which in turn helps
build endurance. People who can’t walk with-
out the use of a walker or use a scooter can
often do so in water.

It is important to note that aquatic therapy is
not swimming. While it is true that swimming
and pool access has been the subject of
breakout sessions at annual membership
meetings in the past, structured aquatic thera-
py has not. Aquatic therapy is using the bene-
fit of water to exercise various parts of the
body. Since | never learned to swim, | was not
interested in a session on swimming, and it
took me meeting someone who benefited from
water exercise (not just swimming) to convince
me to try it.

In April of this year, | started exercising in a
pool twice a week and | could immediately feel
the benefit. | could stretch and move parts of
my body that were nearly impossible to move
while on land. | could do knee bends, rotate
my hips and shoulders, do abdominal crunch-
es, stretch out my arms, legs, and back. My
range of motion was unbelievable. This was
due primarily to the cushioning and buoyancy
of the water.

My interest started when | ran into a lady
with SCA at the All-California Ataxia Research

Meeting (ACARM) whom | had not seen since
the last NAF Meeting in San Diego. | found out
that she has been enrolled in a water exercise
class. | had heard of the class, but | was never
into swimming and always had an excuse not
to try it. | was amazed at the improvement of
her physical condition, so | decided to check
into this further. | contacted an aquatic thera-
pist and developed a routine, which | have
been doing in addition to my “land” exercise
routine.

Since | started doing aquatic therapy, | have
received quite a few compliments on my
healthy appearance, and my attendants have
also noticed an increase in my strength. | feel
that my general heath has improved, meaning
there is not only a physical benefit, but a psy-
chological benefit as well. There is a definite
improvement in my balance, muscle tone, flex-
ibility, and strength.

Finding a place to exercise is pretty simple.
There is the YMCA/YWCA, Salvation Army,
schools, community centers and hospitals.
Many gyms have indoor pools. Most public
pools provide different types of equipment to
assist those who need extra stability to walk,
float or swim in the water. Many, if not all,
public facilities are equipped with automatic
lifts or ramps (thanks to ADA) to assist partici-
pants in and out of the water, as well as help-
ful lifeguards to help with transfers, move lane
lines, or help with equipment.

Some people suffer from a respiratory
ailment and could not take advantage of this.
While | do not have a respiratory ailment, | do
not like to submerge my head (partly because
| can not swim, and | panic when | go under-
water). Thanks to a Kiefer Inflatable Swim
Collar (www.kiefer.com; search for “620002")
that doesn’t happen to me. The collar provides
me with enough buoyancy that | can lay back
to float and feel completely safe.

| look forward to sharing more with you in
Memphis. If you have questions before then,
please do not hesitate to contact me at
emclaugh@cox.net.
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Meet the NAF Board of Directors

The National Ataxia
Foundations’s Board of
Directors are volunteers who
dedicate countless hours to
help ataxia families. The Board
1s responsible for providing
direction and overseeing the
operations of the Foundation.

It also reviews ataxia research
proposals and makes funding
decision on these applications.

Opver the years the Board has
developed a number of com-
mittees to oversee various
functions of the Foundation.
Each board member chairs or

co-chairs a committee.

The Board is made up of a
diverse group of caring people.
Each member brings with
them expertise on certain
issues to help the Foundation’s
efforts to provide important
programs to ataxia families. ¢

Featured Board Member of the NAF:
Dr. Laura Ranum

Laura Ranum, Ph.D. has
served on the National Ataxia
Foundation’s Board of
Directors since 1998. She also
serves on the NAF Medical
and Research Advisory Board.
Dr. Ranum has had a long-
term interest in the ataxias
which goes back to her post-
doctoral work on the identifi-
cation of the SCA 1 gene with
Dr. Harry Orr.

Dr. Ranum is a Professor of
Genetics, Cell Biology and
Development and a member
of the Institute of Human
Genetics at the University of
Minnesota. Her lab continues
to focus on the identification
and characterization of genes
that cause ataxia. Since 1998
her lab has identified the genes
for SCA 5, SCA 7, SCA 8, and
myotonic dystrophy type 2.

Dr. Ranum has been pub-
lished in numerous scientific
journals and is well known
throughout the world for her
work in ataxia research. Earlier
this year, Dr. Ranum received

T - om0
Dr Laura Ranum

national media attention due
to the discovery of the SCA 5
gene, the gene in President
Lincoln’s family.

Dr. Ranum is well known
and respected throughout the
scientific community as she
serves as a reviewer for numer-
ous scientific journals and
funding agencies including
the Muscular Dystrophy
Association and the National
Institute of Health.

Her current research focus is

on generating mouse models
to help better understand
these diseases and to improve
mapping strategies that will
allow for the identification of
additional genes.

Many of you have met Dr.
Ranum through her presenta-
tions at NAF Annual Member-
ship Meeting general sessions,
breakout sessions, and “Birds
of a Feather.” Her commit-
ment and dedication in helping
ataxia families 1s well recog-
nized and she is a very popular
and well respected speaker at
the conference.

Dr. Ranum brings to the
Board scientific expertise and a
broad understanding of how
ataxia affects each family mem-
ber. She has given so much in
her fight against ataxia and to
the ataxia community.

We are pleased and honored
to have Dr. Ranum on the
Board of Directors and Medical
and Research Advisory Board.
We are truly thankful for her
commitment. <>
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NAF Merchandise

BOOKS

“Ten Years to Live” by Henry Schut

The story of the Schut family’s struggle with hered-
itary ataxia and the impact it had on this extended
family. Paperback, photos. $8.75 (includes S&H)

“Keep A Goin’” by Jeff and Melinda Cromwell

Fifty stories about ataxians around the world. A
portion of the proceeds goes to NAF’s research
program. Paperback. $13 (includes 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)

“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)

Friedreich’s Ataxia Research Cookbook

Julie Karjalahti, of Savage, MN, has published this
cookbook to raise money for FA research. Recipes
from around the United States. $12 (inc. 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)

Managing Speech & Swallowing Problems
by G.N. Rangamani, PdD, CCC-SLP

A basic guide to understanding and

managing speech and/or swallowing

problems. $7.50 (includes S&H)

VIDEO / CD

Ballads of a Family Man CD

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

“Together there is Understanding” Video

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. VHS $20 or DVD $25 (includes S&H)

NAF Denim Shirts

SHIRTS / MISCELLANEOUS
Denim with white embroidered
NAF logo. $27.50

2006 Annual Meeting T-Shirt

Vintage long-sleeve with “Beacon of Light” logo.
Sizes XL to XXX-large. $10

2005 Annual Meeting DVD or VHS
Set of 5 DVDs $75. Set of 4 VHS $50.

“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

NAF Ataxia Awareness Bands m
Blue. One size fits all. $2

NAF Ataxia Awareness Ribbon Magnets

Blue with white lettering/logo. $4

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

Description Qty. Size Each Total

ORDER TOTAL:

PLEASE ALLOW 4-6 WEEKS FOR DELIVERY

NAME:
ADDRESS:
CITY
PHONE:

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

CIRCLE ONE:
NAME ON CARD:

CARD #:
EXP DATE:

SIGNATURE:

STATE: ZIP:

Visa Mastercard
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THE NATIONAL ATAXIA FOUNDATION
50th Annual Membership Meeting

““T'’he Bridge to Hope’

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 Memphis. We believe it is important,
however, that you are still able to have your questions answered. If you
would like to submit a medical-related question, please fill out the form
below, as clearly as possible and send it to us at the address below.

Questions and Answers may be published in Generations.

DISCLAIMER: No information identifying you or the
person mentioned on this form will be made public.

Your Name (Optional):
E-Mail (Optional):

Type of Ataxia (if known):

Question(s):

PLEASE RETURN THIS FORM TO:
Becky Kowalkowski, Patient Services Director
National Ataxia Foundation, 2600 Fernbrook Lane, Suite 119, Plymouth, MN 55447
or e-mail the above information to becky@ataxia.org

Deadline: February 15, 2007
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Benjamin J. Cantor

March 25, 1910 — October 27, 2006

Benjamin J. Cantor was born in Boston, MA,
and was a resident of Belmont since 1950. He
was a graduate of Northeastern University
School of Engineering in 1931 and Boston
College Law School in 1937. He served as
captain in the Signal Corp. Radar Unit
attached to the Air Force in World War II.

Ben, a pioneer in the specialized field of
forensic photography, founded and operated

When he saw a need to make a difference or
help others, Ben took action. He served as
president of the Kiwanis Camp Allen for Blind
Girls in New Hampshire. A founder and hon-
orary member of the Wightman Tennis Center
of Weston, he was an avid tennis player for
many years. Most recently he was an advocate
tor the construction of a senior center in
Belmont.

the Boston Photo Service from
1931-1978. He then founded Legal
Evidence Photography Seminars.
During his career Ben wrote many
articles for legal and photographic
journals on the role of photographs
and the expert witness in court trials
and he delivered many lectures. He

o -
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Several years before his death Ben
was diagnosed as having spinocere-
bellar ataxia. Learning there was no
Y support group in the area, he and a
fellow patient founded the New
England Support Group of the NAF.

Ben was a devoted son, husband,
father, and grandfather who loved his

was the co-author of Photographs in
Civil Litigation and the author o
The Role of the Expert Witness in a Court Trial
and Courtroom Guide for Non-Lawyers.

He was a life member of Professional
Photographers of America and National Press
Photographers Association; founder and life
member of Evidence Photographers Inter-
national Council; and member of the American
Academy of Forensic Sciences and American
College of Forensic Examiners. Ben received a
number of awards during his career.

£ Benjamin J. Cantor

family unconditionally. People and
relationships were of utmost impor-
tance to him. Those who were blessed to know
him were impressed with his compassion,
generosity, integrity, terrific sense of humor,
and optimism. He was intelligent, motivated,
and perceptive and he always saw the good in
people. He was a man of high moral and ethical
character. We are all richer because Ben Cantor
touched our lives. Our finest tribute to him will
be to carry on his messages to all whose lives we
touch. He will be deeply missed. <>

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 $5,000 or more. Please

Employer Matching Gifts Programs

encourage your co-workers to also contribute
to the Foundation. Their gifts will also double
through your company’s program.

Thank you to all the donors who have
already given and to their companies who have
so generously matched their gifts.

Each dollar contributed brings help and hope
to ataxia families across the nation.
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The NAF Exhibit at the Southern
California and Detroit Metro Abilities

By Earl McLaughlin

The Southern California show was held in
June in Anaheim, CA, and was staffed by
members of the Orange County Ataxia
Support Group and Sid Luther, leader of the
Los Angeles Ataxia Support Group. This was
the last event lead for NAF by the late Kay
Bell.

The Detroit Metro Abilities Expo was held in
August in Novi, MI, and was staffed by
Sherry and Randy Dombrowski from
Romulus, MI, and Earl McLaughlin, NAF
Board Chair of the Abilities Expo Committee,
and Judy Jarina from San Diego, CA.

National Ataxia
Foundation

Left to right: Lynn Ball, Earl McLaughlin and Sherry
Dombrowski at the Detroit Metro Abilities Expo.

The Abilities Expo is the largest show in the
nation devoted exclusively to products and
services for people with disabilities and oth-
ers who need assistance, family members,
and health care and rehabilitation profession-
als. It offers an opportunity to see, try,
compare, and buy products and services that
can enhance people’s lives to make life easi-
er, more productive, more independent, and

more enjoyable. A show like the Abilities
Expo gives the NAF an opportunity to spread
the word regarding ataxia. It's a great way to
increase public awareness.

The NAF usually exhibits at two Abilities
Expos each year. For 2007, plans are being
made to exhibit at the San Antonio show (a
new city) in January and the Southern
California show (for the 21st time) in June.

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

Chesapeake Chapter
By Carolyn Davis

The Chesapeake Chapter held its annual
potluck picnic and social on Saturday
September 30 at the Sumner Village
Community Center in Bethesda, MD.
Twenty-five people gathered for an enjoy-
able afternoon of eating, socializing, and
sharing updates on various topics. The
Chapter provided chicken and all participants
brought a dish to share for a scrumptious
repast.

Lois Johnson shared thoughts on the NAF
Annual Membership Meeting, “Beacon of
Light,” held in March. She expressed the
need to support the meeting itself as well as
supporting one another.

Dr. Sarah Ying, Assistant Professor of
Neurology at Johns Hopkins University
School of Medicine, presented information
on studies of cerebellar control of eye
movements using the MRI. She described
eye movements as “windows into your
brain.” Eye movement abnormalities are
some of the first symptoms that can be
detected on these sensitive tests. The
clinical manifestation of eye movements
varies among patients with different SCAs.

Continued on page 36
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Dr. Ying is involved in a study to pinpoint
those differences.

Also joining us at the picnic was Dr. David
Solomon, Assistant Professor of Neurology
at Johns Hopkins School of Medicine. He
answered some questions later in the day.

Carl Lauter reported on the NINDS Forum
held at NIH, “Showcasing Success in
Neuroscience Research.” The importance of
patient advocacy/support groups, no matter
the size, was stressed.

Libby Labash brought attention to an NIH
study of swallowing disorders. One of the
purposes of the study is to determine if
muscle stimulation can reduce aspiration.
She also brought a report on a new tool for
studying degenerative diseases. Scientists at
the Linus Pauling Institute at Oregon State
University have a new technique “to watch,
visualize and precisely measure a key oxi-
dant in animal cells.”

Libby and Carl presented the fifth annual
“Lauter Award” to Dick and Martha Sargent
for their long and faithful service to the
Chesapeake Chapter of NAF. Dick’s sister
was afflicted with ataxia, and Dick and
Martha continued their involvement and
service with NAF for many years even after
his sister’s death. Dick indicated that he can'’t
quit if others are still working. He paid tribute
to Carl, for whom this chapter award is
named, as the “Joe Gibbs of CC-NAF” who
has continued to serve for many years.

A few other items were then discussed
prior to ending our afternoon together.

A color photo of the Chapter’s quilt square
was displayed. The square itself had already
been sent to NAF. Carl explained that his
father had been in charge of the water supply
in the District of Columbia and was part of a
three-state organization including Maryland,
Delaware, and the District of Columbia. Carl
had adapted a letterhead design from the
“Chesapeake Chapter” of this water organi-
zation for the design of the quilt square. The
square was completed by Mrs. Lena
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Zalewski, a close friend of one of our chapter
members, Lois Johnson.

Reminders were given about the 2007 NAF
Annual Membership Meeting in Memphis on
March 22-25, 2007. The CC-NAF Annual
Medical Meeting is scheduled for February
17, 2007, at Montgomery College in
Rockville, MD. Carl is lining up speakers.

Contact information was given for the
Maryland Health Insurance Program for
uninsurable Maryland residents: Seth
Edlavitch at (410) 234-3030.

Information and registration forms were
made available for the Brain and Tissue
Bank for Developmental Disorders funded by
the National Institute of Child Health and
Human Development (NIH) and located at
the University of Maryland in Baltimore.

On display were Proclamations made in
Frederick County, MD, concerning this year’s
International Ataxia Awareness Day. This is
the seventh year that the County has issued
this proclamation.

Although Carl had been referred to as the
“‘Joe Gibbs of CC-NAF,” he referred to Tony
Blair, indicating that he will have to leave
office sometime. He and Astrid will soon
move into a retirement place closer to their
two granddaughters.

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

Los Angeles Ataxia Support Group
By Sid Luther

The Los Angeles Ataxia Support Group
meets Bi-monthly at Westside Independent
Living Center (WCIL) on the second
Saturday between 2 and 4 pm.

In July Jim Fritz hosted the annual BBQ at
his home in Venice. Thanks Jim! Fifteen
people attended and all had a great time
fellow-shipping and pigging out. At this time
we were able to get a group picture for
the quilt square for the 50th Anniversary
Quilt.

At our September meeting Thom Fritz
led, talking about his new book, “Rollabout
Australia.” Thom told us about his exciting
adventures in the “Land down under, OZ.” »
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For more Information on this exciting
and humorous book contact Thom at
thomas.fritz2@verizon.net. Sid Luther also
spoke about International Ataxia Awareness
Day (IAAD) and passed out blue-and-white
candles.

In November we are looking forward to
hearing Dr. Joanna Jen from UCLA speaking
about “What’s New in Ataxia Diagnosis and
Treatment.” Our annual Pizza Party will be
held at the same time. Good information and
good food; this should be a great meeting.

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

Northern California
Ataxia Support Group — NCASG

By Deborah Taylor Omictin

Forty-five people including a “first-timer”
attended the Northern California Ataxia
Support Group’s last meeting of the year on
September 16. Our guest speaker was Dr.
Arnulf Koeppen, all the way from New York.
We appreciated him for taking time out of his
busy schedule to speak to our group yet
again. Dr. Koeppen is also a member of the
National Ataxia Foundation’s Medical and
Research Advisory Board, where he coordi-
nates brain tissue donation for ataxia
research. He gave presented an “Update on
Friedreich’s Ataxia.”

Dr. Koeppen received his M.D. from the
University of Goettingen Medical School in
Germany, his post-graduate education in
neurology from the Somerset Hospital in
Somerset, New Jersey, the Montefiorne
Hospital and Medical Center in New York,
and Northwestern University in Chicago. He
is currently Chief of Neurology Service at the
VA Hospital in Albany, NY and Professor of
Neurology at the Albany Medical Center. To
view Dr. Koeppen’s PowerPoint presentation
(Friedreich’sAtaxia-AnUpdate.pdf) please
see the NCASG Website at http.//www.geo
cities.com/casupport/.

About half the group came early for a
support group photo that was used to make
into a quilt square (the other, a photo of the
Golden Gate Bridge, was sent to NAF). Char
Danielson at NAF will use them in the quilt
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she is making for NAF’s 50th Anniversary
Meeting in Memphis next year.

We had a delicious catered Mexican food
lunch because we have no cook. Thanks to
Mike Fernandes for coordinating. Pam
Fadam volunteered to join a planning
committee for NCASG to decide whether we
continue lunches, as we just broke even on
this lunch. Please contact me and volunteer
to join the committee if you are interested.

Be sure to sign-up with Jim Flagg at jim
flagg@comcast.net to sign the confidentiality
form if you want an NCASG roster of mem-
bers addresses and phone numbers mailed
to your home (or let Jim know if we can save
the stamp by e-mailing the roster to you). To
have our meeting flyers mailed directly to
your home, you must become an NAF
member because NAF mails our flyers. You
can sign up online or on the back of this
Generations magazine.

September meeting.

A member of our group said of her first
meeting, “I have learned a lot yesterday from
all of you. I've been diagnosed of having
SCA-6 in December 2005 (fairly new), but |
have learned a lot from the meeting, to learn
that you’re not alone, to learn not to self-pity,
to be as independent as you are able (of
course we lost our ability in a way, but that
doesn’t mean we lost the life). All of the
people in the meeting were/are full of energy!
Thank you to the people that this support
group exists!”

To subscribe to our on-line group, please

Continued on page 38
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send an e-mail to NoCalAtaxia-subscibe
@yahoogroups.com.

Sign up to borrow VHS or DVD copy of the
“Together there is Understanding” video our
group purchased.

We welcome everyone to our next meeting
on January 13, 2007 at Our Savior’s Lutheran
Church in Lafayette, CA at 11:30 a.m. For
further information on the Northern California
Ataxia Support Group (NCASG), please
contact Deborah Taylor Omictin NCASG
Leader at (510) 783-3190 or by e-mail at
Rsisbig@aol.com or by visiting our website
at http://www.geocities.com/casupport/.

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

Orange County California
Ataxia Support Group

By Peggy Hyatt

The Orange County Ataxia Support Group
mourned the loss of our friend and leader
Kay Bell in August. She will be missed by all.

In September our speaker was professor
and attorney Todd Litman. His lecture was on
the importance of having estate planning
essentials such as a living trust with a last
will and testament. Todd also gave some
good information regarding Medicare medi-
cal guidelines.

S = V Rl !': 3 @ @
The Greater Atlanta Ataxia Support Group held their
Picnic Celebration and Social at the Lake Lanier West
Bank Park at Buford Dam.
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We finished our square for the ataxia quilt
and it came out very nicely. Our photogra-
pher, Vince Beaumont, took several pictures
of our group and one of our assistant group
leaders had a very nice picture of Kay. We
made the October 1 deadline.

Greater Atlanta Area Support Group
Submitted by Dave Zilles

The Greater Atlanta Area support group
helped support NAF by providing volunteers
to man the NAF booth at The Society for
Neuroscience annual meeting held at the
World Congress Center in Atlanta.

Our thanks go out to Greg Rooks, James
Curtis, Teri Kemper, Paul Aust, Sue Gronka
and Dave Zilles. They all helped hand out lit-
erature and answered questions from atten-
dees.

The group continues to focus on fund-
raising with the Carnival Cruise Raffle. The
drawing will be November 4 at the regular
support group meeting. At this meeting we
will be discussing our meeting plans for
2007, our agreement to help the Mississippi
Chapter at the NAF Annual Meeting and
2007 fund raising plans. Dr George “Chip”
Wilmot will also bring the group up to date on
any current ataxia research.

Chicago Area Ataxia Support Group
By Craig Lisack

An excellent turnout of over 40 people
witnessed an informative presentation on
ataxia by Dr. Puneet Opal of Northwestern
University at our September meeting.

Dr. Opal shed light on promising research
projects presently in progress, in addition to
answering our ataxia-related questions in a
straightforward and understandable manner.
We are sincerely grateful to Dr. Opal for his
time and cooperation.

The group approved formation of a
fundraising committee in order to study
options for future fundraising efforts and
events. Many good suggestions were offered
by members as to potential fundraising »
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and awareness activities.

The CAASG is also exploring the possibility
of group field trips for next year. Ideas include
ball games, a Rehabilitation Institute visit,
and a trip/meeting to The University of
Chicago’s Ataxia Clinic, hosted by Dr. Chris
Gomez.

Our last meeting of the year on November
19 is our social event of year. We have a
potluck luncheon planned (the main course
is furnished by group funds) in conjunction
with a silent auction of donated items. The
auction proceeds are used to fund the
group’s following year activities.

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

Denver Area Ataxia Support Group
By Tom Sathre

The Denver Area Ataxia Support Group
met September 9 at Swedish Hospital in
Englewood, CO. Seventeen people were
there, split 50-50 between ataxians and
caregivers. We had a potluck lunch.

We had two speakers, including one who
spoke about a “Hope with Every Step”
footrace on September 23. Given this race’s
closeness to International Ataxia Awareness
Day, this is what we will support. (The speak-
er’'s daughter has ataxia.) The other speaker
spoke about reflexology, a discipline that
helps ataxians and others.

After the second speaker there was a
group discussion about the various problems
that this relentless disease has brought on.

We picked up the listings of ataxia doctors
and their phone numbers and the recent
notes from National Ataxia Foundation.

On the “give-away” table was a list of “free
or low cost” things we ataxians can do for
ourselves — things such as “never get
dressed in the dark.” All copies of that list
were gone by the end of the meeting.

The room coordinator for the hospital
where we meet came into the room near the
beginning of the meeting and assured us that
we could have the same room during 2007.
See the Calendar of Events page for more
details.

Generations
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Louisiana Chapter
By Carla E. Hagler

In October, the Louisiana Chapter held its
first membership meeting since losing its
office in 2005 due to Hurricane Katrina
(board meetings did not cease).

All officers and board members were re-
elected for another term. We are also very
happy to have filled the office of secretary:
Jill LeBlanc, sister of board member Kim
Bourg, was unanimously elected.

We try to keep our website current, so for
the latest news, please check us out.

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

Maine Ataxia Support Group
By June West

On January 14, we held our Annual Kickoff
Luncheon at Newick’s in South Portland. It
was a great way to start the year as we all
like to get together, visit and eat well, too.

On April 8, Michael Martignetti, co-founder
of the New England Ataxia Support Group,
reviewed the highlights of the 2006 NAF
Annual Meeting in Boston. Michael did a
wonderful job and answered many of our
members’ questions. We appreciated his
traveling from Massachusetts to Maine to
give his outlook on NAF developments.

On June 10, Roger Lister of our group
gave a talk on “Accessibility Techniques for
the Home.” Roger has home-building experi-
ence and recently built a new home with
accessibility considerations in mind. Roger’s
talk was not only entertaining, but the infor-
mation he provided was very valuable to our
membership.

On August 12, we held our Annual Picnic.
As you can tell, we enjoy having a party
every six months. The picnic was well
attended and it was wonderful visiting with
group members.

On Saturday, October 14, we will have our
final meeting of the year. Our speaker will be
attorney, Hylie A. West, JD. Attorney West’s

Continued on page 40
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topic will be “Questions You Always Wanted
to Ask an Attorney,” Our membership will
have an opportunity to ask various legal
questions that may be of concern to them or
of interest in today’s world. It should be a
lively session. All are welcome!

Our next meeting is scheduled for January
13 and is our 2007 Annual Kickoff Luncheon.
We meet from noon to 2:30 p.m. on the sec-
ond Saturday every other month throughout
the year, except December. We appreciate
the assistance of the Casco Bay YMCA, who
makes their wonderful facilities available
to us.

The most important aspect of the Ataxia
Group of Maine is the camaraderie that
exists among the membership. We welcome
new members. Please e-mail us at
info@ataxiaME.com for further information.

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

N.E. Florida Ataxia Support Group
By June McGrane

At our meeting in September our group dis-
cussed the upcoming NAF Annual Meeting.
Several members are planning on attending
and they will report back to the group.

Three speakers from Brooks Rehabilitation
Centers presented information on diet, nutri-
tion, swallowing, balance, control, and
exercise. They handed out booklets and
information on Brooks and its many activities
and facilities. There was a question and
answer period that was very informative.

Our group continues to grow and we
welcomed and introduced several new mem-
bers. Everyone had a great time socializing

Extral Extral
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with other ataxians and caregivers. We look
forward to seeing everyone, as well as any
new or interested people, after the holidays.
Our next meeting will be held on January 20,
2007 at the Ocean Grove Clubhouse in
Ponte Vedra Beach.

oooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

Willamette Valley Ataxia Support Group
By Carmen Saunders and Minnie Knutson

In lieu of our regular monthly meeting, the
Willamette Valley Ataxia support group held
its annual picnic on July 9. Once again the
Schrock Family hosted the event at their
family farm in Harrisburg. Christina Schrock
is an excellent baker and she always sends
every family home with a gift. This year the

B e

The Willamette Valley Ataxia Support group at their
annual picnic.

gift was a batch of chocolate chip cookies to
take home. Once again the event was a big
success. Good food, good conversation, and
good times were had by all.

Although our group is small in number —
about a dozen — we noticed several new
faces in the crowd. Before feasting on all the
goodies, we formed a circle and introduced
ourselves and shared stories. One family
was recently diagnosed with ataxia and
learned about our support group on the web.

The meetings are held on the second
Wednesday of each month at Albany
General Hospital in Albany, OR. Malinda
Moore is the group leader. The meeting is
open to ataxia patients, caregivers, and con-
cerned friends or family members wanting to
obtain more information or just looking for
support. <
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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

3200 Barker Circle, [-117

Adamstown, MD 21710-9660

(301) 644-1836

E-mail: carljlauter@erols.com

Web: www.geocities.com/
HotSprings/Oasis/4988/

Louisiana Chapter

Carla Hagler, President

PMB 51056

2250 Gause Blvd.

Slidell, LA 70461

(985) 643-0783

E-mail: ataxia1@earthlink.net

Web: http://www.angelfire.com/
la/ataxiachapter

Mississippi Chapter
Camille Daglio, President
P.O. Box 17005

Hattiesburg, MS 39404
E-mail: daglio@c-gate.net

Support Groups

Alabama

Birmingham, AL S.G.

Becky Donnelly

16 The Oaks Circle

Hoover, AL 35244

(205) 987-2883

E-mail: donnelly6132B@aol.com

Arizona

Phoenix Area S.G.

Rita Garcia

2322 W. Sagebrush Dr.
Chandler, AZ 85224-2155
(480) 726-3579

E-mail: rtg22@cox.net

Tucson Area S.G.

Bart Beck

7665 E Placita Luna Preciosa

Tucson, AZ 85710

(520) 885-8326

E-mail: bbeck15@cox.net

Web: www.geocities.com/
azataxiasg

California

Los Angeles Ataxia S.G.

Sid Luther, President

339 W. Palmer, Apt. A

Glendale, CA 91204

(818) 246-5758

E-mail: harryluther@sbcglobal.net

Web: www.geocities.com/
HotSprings/Falls/6629/

Jim Fritz

(310) 397-5208

E-mail: ondefriz@aol.com

Northern California S.G.

Deborah Omictin

26840 Edridge Ave.

Hayward, CA 94544

(510) 783-3190

E-mail: rsisbig@aol.com

Web: www.geocities.com/
casupport/

Orange County S.G.

Margaret Ann Hyatt

15202 Clemente St.

Westminster, CA 92683

(714) 892-8468

E-mail: mahyatt@socal.rr.com
Web: www.geocities.com/ocasgg/

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/
ataxia_sdasg

Colorado

Denver Area Ataxia S.G.
Donna & Tom Sathre

5902 W. Maplewood Dr.
Littleton, CO 80123

(303) 794-6351

E-mail: tom_sathre@acm.org

Florida

Northeast Florida S.G.

Barry McGrane

9 Arbor Club Drive, Apt. 21-107
Ponte Vedra Beach, FL 32082
(904) 543-1638

June McGrane

54 Troon Terrace

Ponte Vedra, FL 32082-3321

(904) 273-4644

E-mail: jmcgranepvb@
bellsouth.net

Orlando Ataxia S.G.

Jim Henderson

3212 Lee Shore Loop

Orlando, FL 32820

(407) 568-9092

E-mail: jamesone24@aol.com

Tampa Bay S.G.

Charlie Kirchner

306 Caloosa Palms Court
Sun City Center, FL 33573
E-mail: charlie@flataxia1.org
Web: www.flataxia1.org

Georgia
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

lllinois

Chicago Area Ataxia S.G.
Craig Lisack

3400 Wellington Ct., Unit 302
Rolling Meadows, IL 60008
(847) 797-9398

E-mail: caasg2@aol.com

Richard Carr

120 South EIm

Mount Prospect, IL 60056
(847) 253-2920

E-mail: caasg@comcast.net

Continued on page 42
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Chapters and Support Groups
Continued from page 41

lllinois (cont.)

Southern lllinois S.G.
Elaine Darte

36 Lindorf Dr.
Belleville, IL 62223
(618) 397-3259

E-mail: elainedarte@yahoo.com

Kansas

Kansas City S.G.
Lois Goodman

729 S. Clark St.
Fort Scot, KS 66701
(620) 223-1996

Louisiana
See Louisiana Chapter

Maine

Maine Support Group
June West

56 Ten Penny St.

Freeport, ME 04032

(207) 865-4969

E-mail: info@ataxiame.com
Web: www.ataxiaME.com

Maryland

Howard County S.G.
Kathy van’t Hoff
(301) 854-2650

E-mail: vanthoffrudy@msn.com

Tim Daly

(410) 715-1241

E-mail: tim@
accessgroup-md.com

Web: www.geocities.com/hcasg/

Massachusetts

New England S.G.
Donna & Richard Gorzela
45 Juliette St.

Andover, MA 01810
(978) 475-8072

Minnesota

Twin Cities Area S.G.
Lenore Healey Schultz
2549 32nd Ave. S.
Minneapolis, MN 55406
(612) 724-3784

E-mail: Ischultz@bitstream.net

Web: www.geocities.com/
twincitiesataxia

Generations

Mississippi

See Mississippi Chapter

Missouri

Kansas City S.G.

Jim Clark

6605 N. Holmes

Gladstone, MO 64118

(816) 468-7260

E-mail: clarkstone9348@
sbcglobal.net

St. Louis S.G.

Mark Bellamy

1306 Cypress

Pacific, MO 63069

(636) 271-6432

E-mail: mark-bellamy@
sbcglobal.net

Web: www.stlataxia.org

New York
Central New York Ataxia S.G.

Linda Johnson
E-mail: johnsons@
summitsolutions.net

North Carolina

See South/North Carolina

Ohio

Central Ohio S.G.

Cecelia Urbanski

7852 Country Court

Mentor, OH 44060

(440) 255-8284

E-mail: iksnabru@earthlink.net

Peggy Schroeder
59766 Mount Olive Rd.
McArthur, OH 45651
(740) 596-4822
pegbs@ohiohills.com

Oregon
Willamette Valley Ataxia S.G.

Malinda Moore, CCC-SLP

Albany General Hospital

1046 Sixth Ave. S.W.

Albany, OR 97321

(541) 812-4162

(541) 812-4614 FAX

E-mail: malindam@
samhealth.org

Pennsylvania

SE Pennsylvania S.G.
Liz Nussear

(610) 277-7722

E-mail: lizout@aol.com

Winter 2006-07

South/North Carolina

Carolinas S.G.

Cece Russell

1305 Cely Rd.

Easley, SC 29642

(864) 220-3395

E-mail: cecerussell@
hotmail.com

Texas

Golden Triangle Area S.G.

Dana Leblanc

2801 W. Sunset #59H

Orange, TX 77630

(409) 883-5570

E-mail: tilessal@yahoo.com

Web: http://ladyd1973.tripod
.com/index.html

Houston Area S.G.

Angela Cloud

9405 Hwy 6 South

Houston, TX 77083

(281) 693-1826

E-mail: angelahcloud@aol.com

North Texas S.G.

David Henry Jr.

7 Wentworth Ct.

Trophy Club, TX 76262

E-mail: chevel1e@
sbcglobal.net

Utah

Dr. Julia Kleinschmidt

Moran Eye Center, U of Utah
50 N. Medical Dr.

Salt Lake City, UT 84132
(801) 585-2213

E-Mail: julia.kleinschmidt@
hsc.utah.edu

Virginia

See Chesapeake Chapter

Washington

Millie Lewendon

14104 107th Ave. NE

Kirkland, WA 98037

(425) 823-6239

E-mail: mmlewendon@
comcast.net

Spokane Area
Linda Jacoy

PO Box 19045
Spokane, WA 99217

jacoyLOO@usintouch.com  »
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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

Andi Birks

125 Tuscarora Way NW
Calgary, Alberta

Canada T3L 2G9

(403) 451-9079

E-mail: bren-l-j@hotmail.com

British Columbia

Ataxia Society Vancouver
Brenda Dixon

206-8611 Ackroyd Rd
Richmond, B.C.

Canada V6X 3P4

(604) 273-2789

E-mail: bdixon57 @telus.net
E-mail: info@bcataxia.org
Web: www.bcataxia.org <®

Help Us
Help You

Please remember to
send us your Chapter and
Support Group News arti-
cles for each and every
issue of Generations!

Your information helps
others know what is
happening in their area
and inspires them to get
involved.

The deadline to get your
news into the spring
issue of Generations is
January 31, 2007.

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 Il
P.O. Box 1457

Andalusia, AL 36420

(334) 222-3423

E-mail: millard@alaweb.com

Arkansas

Judy and David King

12580 Rivercrest Dr.

Little Rock, AR 72212

E-mail: judy_king@comcast.net

California

Mike Betchel

315 W. Almos #141
Clovis, CA 93612
(559) 292-7763

E-mail: mike_betchel@yahoo.com

Barbara Bynum
3801 W. Bailey
Merced, CA 95340
(209) 383-1275
E-mail: bjb @elite.net

Mike Fernandes

7251 Brentwood Blvd. #114
Brentwood, CA 94513
(925) 516-6906

E-mail: fernandesmi@comcast.net

Darrell Owens

917 Paseo Camarillo #717
Camarillo, CA 93010
(805) 482-1736

E-mail: droopydog36@hotmail.com

Connecticut

Terre Di Placito

107 Barton St.
Torrington, CT 06790
(860) 489-5092

Florida

Christina Sugars

302 Beach Dr.

Destin, FL 30541

(850) 654-2817

E-mail: csugars@cox.net

lllinois

Kevin Donnelli

6525 Thomas Parkway
Rockford, IL 61114
(815) 633-8620

Indiana

Jenney Roemke

4522 Shenandoah Circle W.
Ft. Wayne, IN 46835

(219) 485-0965

Kentucky

Janice Johnson

8555 Brownsville Rd.
Brownsville, KY 42210
(270) 597-3854

Albin Douglas Johnson

10602 Tarrytowne Dr.

Louisville, KY 40272

(502) 995-9003

E-mail: djohnson853@
hotmail.com

Maryland

John and Karen Rosenberger

6411 Spring Forest Rd

Frederick, MD 21701

(301) 682-5386

E-mail: kdrosenberger@
adelphia.net

Michigan

Lynn K. Ball

35015 Riverview Dr.

Paw Paw, MI 49079

(269) 657-5191

E-mail: lynnkball@aol.com

Clare and Patricia Greene
4374 Round Lake Rd.
Laingsburg, M| 48848
(517) 651-6233

Minnesota

Debbie Kelly

310 Fern St. #7

Big Lake, MN 55309
(763) 263-1812

Continued on page 44
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Ambassadors
Continued from page 43

Minnesota (cont.)

Ellen Moetsch

2230 18th Ave. S.E.
Rochester, MN 55904

(507) 280-1927

E-mail: elliemae40@webtv.net

Julie Schuur

218 Cashin Dr.
Luverne, MN 56156
(507) 283-2555

E-mail: jschuur@iw.net

Missouri

Roger Cooley

1609 Cocoa Court

Columbia, MO 65202

(573) 474-7232 before noon
E-mail: rogercooley@webtv.net

New York

Valerie Ruggiero & Diana Kimmel
5 Anna Court
Stony Point, NY 10980
(845) 786-7471
E-mail:
vrabsolutely@aol.com (Valerie)
dik0602@optonline.net (Diana)

Diane P. Hall

210 E. Utica St.

Buffalo, NY 14208

(716) 881-0677

E-mail: dianecrewshall@
hotmail.com

Ohio
James Kardos
1283 Westfield S.W.
North Canton, OH 44720
(330) 499-4060
E-mail: jkardos@juno.com

Joe Miller

Box 148

Mesopotamia, OH 44439

(440) 693-4454

E-mail: kakah@
jmzcomputer.com

Texas

Jose Julio Vela

6702 Long Meadow
Corpus Christi, TX 78405
(361) 993-9006

Barbara Pluta

356 Las Brisas Blvd.

Seguin, TX 78155-0193

(830) 557-6050

E-mail: acemom@peoplepc.com

Virginia
Dick Sargent
(703) 321-9143
E-mail: dcksrgnt9@aol.com

International
Ambassadors

American Samoa

Bob Coulter

P.O. Box 9062
American Samoa 96799
(684) 688-2437

Australia

Renee Moore (Nee McCallum)

44 Lotherton Way

Hocking, W. Australia 6065

61-8-9404-7052

E-mail: moorear@
westnet.com.au

Canada

Susan M. Duncan
#407-1330 Richmond Rd.
Ottawa, Ontario K2B 8J6
(613) 820-799

E-mail: smduncan@sympatico.ca

Cathy Chamberlain
551 Vermilyea Rd.
Belleville, Ontario
Canada K8N 475
(613) 962-9623

Prentis Clairmont

299 Somerset West, Apt. 402

Ottawa, Ontario K2P 2L3

(613) 864-8545

E-mail: prentis.clairmont@
gmail.com

Terry Greenwood

37 Ericsson Bay

Winnipeg, Manitoba R3K 0T8
(204) 885-3955

E-mail: tgreenwood6@shaw.ca

India

Abhinav Kedia

A9/7A Gomti Apartments

Kalkaji Extension

New Delhi-19

Phone: 0091-011-29960809/
29962759/41861809

Mobile: 0091-098-18411506

E-mail: abhinav_kedia_2000
@yahoo.com <&

Medications and What to Ask the Doctor

Continued from page 28

4. Keep all medicines out of sight and away from children and
pets. Keep the phone number of the closest poison control
center near the phone just in case there is a problem.

5. Wear a medical alert bracelet or carry a card that lists the
medications a person is currently taking. This can save their life

In an emergency situation.

More Choices for Medicare Drug Benefits

The number of companies offering Medicare prescription-drug
plans will increase in 2007. Also, more plans will feature zero
deductibles. Beneficiaries who are satistied with their current
Medicare prescription-drug coverage will not have to take action.
The average premium will remain at about $24 per month.

For more information, call 800-Medicare (800-633-4227) or
visit the Medicare website at wiww.cms.gov.

To see if you, or the person in your care, is one of the approxi-
mately eight to 12 million older adults eligible for some public
or private assistance and currently are not getting it, visit:
www. benefitscheckuprx.org. >

© 2006 CareTrust Publications LLC. All rights reserved.
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Calendar of Events

January 2007

1 Spokane Area S.G. Meeting from 5:30 to
7:00 p.m. at Sacred Heart Hospital’s Mary
Bead Room in Spokane, WA

10 Willamette Valley Ataxia S.G. Meeting from
11:00 a.m. to 12:30 p.m. at Albany General
Hospital in Albany, OR

13 Northern CA S.G. Meeting at 11:30 a.m. at
Our Savior’s Lutheran Church’s Recreation
Hall, 1035 Carol Lane, Lafayette, CA.
Contact Deborah Taylor Omictin.

13 Maine Ataxia S.G. Annual Kickoff Luncheon

13 Los Angeles Ataxia S.G. Meeting from 2:00
to 4:00 p.m. at The Westside Center for
Independent Living, 12901 Venice Beach

13 North Texas Ataxia S.G. Meeting at
10:00 a.m. at Las Colinas Medical Center

13 Tampa Bay Area Ataxia S.G. Meeting from
noon to 3:00 p.m. at Feather Sound
Community Church, 13880 Feather Sound
Drive, Clearwater, FL

13 San Diego Ataxia S.G. Meeting from 1:00 to
3:00 p.m. at Sharp Rehabilitation Center,
2999 Health Center Drive (behind Sharp
Memorial Hospital)

13 Orlando Ataxia S.G. Meeting from noon to
3:00 p.m. at Dr. Phillips Library, 7255
Della Drive, Orlando, FL

16 Twin Cities S.G. Meeting at 7:00 p.m. at
Presbyterian Home in Roseville (located
off 35W on Co Rd D). Contact Lenore H.
Schultz for more information.

20 Orange County Ataxia S.G. Meeting from
2:00 to 5:00 p.m. at Orange Coast Medical
Center, 9920 Talbert Avenue, Fountain
Valley, CA

21 Chicago Area Ataxia S.G. Meeting at Good
Samaritan Hospital’'s White Oak Room,
3815 Highland Avenue, Downers Grove, IL

30 SE Pennsylvania Ataxia S.G. Meeting from
10:00 to 11:30 a.m. at Mercy Suburban
Hospital’ 2nd Floor Gerber Room, DeKalb
Pike, Norristown, PA

February
5 Spokane Area S.G. Meeting from 5:30 to

10

10

10

10

10

14

17

17

20

25

7:00 p.m. at Sacred Heart Hospital's Mary
Bead Room in Spokane, WA

North Texas Ataxia S.G. Meeting at
10:00 a.m. at Las Colinas Medical Center

SE Pennsylvania Ataxia S.G. Meeting from
10:00 to 11:30 a.m. at Mercy Suburban
Hospital’'s 2nd Floor Gerber Room, DeKalb
Pike, Norristown, PA

Tampa Bay Area Ataxia S.G. Meeting from
noon to 3 p.m. at Feather Sound Community
Church, 13880 Feather Sound Drive,
Clearwater, FL

Kansas City Ataxia S.G. Meeting from 2:00
to 4:00 p.m. at NE Library, 65 Wilson Ave,
Kansas City, MO

Orlando Ataxia S.G. Meeting from noon to
3:00 p.m. at Dr. Phillips Library, 7255
Della Drive, Orlando, FL

Willamette Valley Ataxia S.G. Meeting from
11:00 a.m. to 12:30 p.m. Albany General
Hospital, Albany, OR

Chesapeake Chapter Annual Medical
Meeting from 9:00 a.m. to mid-afternoon.

at Theater Arts Center, Montgomery College,
Rockville, MD Campus. Contact Carl Lauter
for more information.

Orange County Ataxia S.G. Meeting from
2:00 to 5:00 p.m. at Orange Coast Medical
Center, 9920 Talbert Avenue, Fountain
Valley, CA.

Twin Cities S.G. Meeting at 7:00 p.m. at
Presbyterian Home in Roseville (located

off 35W on Co Rd D). Contact Lenore H.
Schultz for more information.

San Diego Ataxia S.G. Pizza Party

March

5

10

10

Spokane Area S.G. Meeting from 5:30 to
7:00 p.m. at Sacred Heart Hospital’'s Mary
Bead Room in Spokane, WA

North Texas Ataxia S.G. Meeting at
10:00 a.m. at Las Colinas Medical Center
Denver Area Ataxia SG Meeting from 1:00 to

4:00 p.m. at Swedish Hospital, Englewood,
CO

Continued on page 46



Page 46

Calendar of Events
Continued from page 37

10

10

10

10

10

Los Angeles Ataxia S.G. Meeting from 2:00
to 4:00 p.m. at The Westside Center for
Independent Living, 12901 Venice Beach

SE Pennsylvania Ataxia S.G. Meeting from
10:00 to 11:30 a.m. at Mercy Suburban
Hospital’s 2nd Floor Gerber Room, DeKalb
Pike, Norristown, PA

Tampa Bay Area Ataxia S.G. Meeting
from noon to 3:00 p.m. at Feather Sound
Community Church, 13880 Feather Sound
Drive, Clearwater, FL

Kansas City Ataxia S.G. Meeting from
2:00 p.m. to 4:00 p.m. at NE Library,

65 Wilson Avenue, Kansas City, MO

Orlando Ataxia S.G. Meeting from noon
to 3:00 p.m. at Dr. Phillips Library, 7255

NAF Receives
4 Star Rating

For the third consecutive year the National
Ataxia Foundation has received a 4 star rating
from Charity Navigator, America’s largest
independent evaluator of charities.

Charity Navigator salutes the charitable
efforts of the National Ataxia Foundation in
receiving four out of a possible of four stars.
According to Charity Navigator, the four star
rating indicates that the Foundation excels,
as compared to other charities in America,
in successfully managing the finances of
the organization in an efficient and effective
manner.

Charity Navigator also stated that the
consistency of the Foundation’s rating is
an exceptional feat given the economic chal-
lenges many charities have had to face in
the last year. The report is available on-line
at www.CharityNavigator.org.

The National Ataxia Foundation is a non-
profit 501 (c)(3) organization established in
1957 and is dedicated in serving ataxia
families through research, education, and
support services.

Generations

14

18

22
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Della Drive, Orlando, FL

Willamette Valley Ataxia S.G. Meeting from
11:00 a.m. to 12:30 p.m. at Albany General
Hospital in Albany, OR

Orange County Ataxia S.G. Meeting

from 2:00 to 5:00 p.m. at Orange Coast
Medical Center, 9920 Talbert Avenue,
Fountain Valley, CA

Chicago Area Ataxia S.G. Meeting at Good
Samaritan Hospital’'s White Oak Room, 3815
Highland Avenue, Downers Grove, IL

Twin Cities S.G. Meeting at 7:00 p.m. at
Presbyterian Home in Roseville (located
off 35W on Co Rd D). Contact Lenore H.
Schultz for more information.

NAF Leadership Meeting in Memphis, TN

23-25 2007 NAF Annual Membership

25

Meeting in Memphis, TN
Seattle Area Ataxia S.G. Meeting at the
Federal Way 320th Library, 848 S 320th
Street, Federal Way

April

2

11

14

14

14

14

14

21

28

Spokane Area S.G. Meeting from 5:30 to
7:00 p.m. at Sacred Heart Hospital’'s Mary
Bead Room in Spokane, WA

Willamette Valley Ataxia S.G. Meeting from
11:00 a.m. to 12:30 p.m. at Albany General
Hospital, Albany, OR

North Texas Ataxia S.G. Meeting at 10 a.m.
at Las Colinas Medical Center

SE Pennsylvania Ataxia S.G. Meeting from
10:00 a.m. to 11:30 a.m. at Mercy Suburban
Hospital’'s 2nd Floor Gerber Room, DeKalb
Pike, Norristown, PA

Kansas City Ataxia S.G. Meeting from 2:00
to 4:00 p.m. at NE Library, 65 Wilson
Avenue, Kansas City, MO

San Diego Ataxia S.G. Meeting from 1:00 to
3:00 p.m. at Sharp Rehabilitation Center

Orlando Ataxia S.G. Meeting from noon to
3:00 p.m. at Dr. Phillips Library, 7255
Della Drive, Orlando, FL

Orange County Ataxia S.G. Meeting from
2:00 to 5:00 p.m. at Orange Coast Medical
Center, 9920 Talbert Avenue, Fountain
Valley, CA

New England Ataxia S.G. Meeting from noon
to 3:00 p.m. at Mass General Hospital <
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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 2006 through October 2006. 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.

Virginia Ahrens
Bernice Anderson
Robert Anderson
Millie Ann

Bill Ardoin
Brittany Ates
Olga Azurdia
Barbara Bain
James Baldwin
Thomas Ballance
Vicki Balogh
Donald Banta
Brandon Barker
Violette Barr
Bonnie Bartels
Joann Beal

Kay Bell

Sherry Berry

Carl Berst
Sandee Berst
Kim Bishop
Joseph Black
Debbie Blaes
Larry Blaes
Delbert Bluebaum
Evelyn Bluebaum
Michael Bohle
Stanley Bohle
Kim Bourg

Jeff Bradley
Myre Branscom
David Brown
Edgar Brown
Lula Brown

Punk Brown
Shayna Bruce
Annette Budin-Siegal
Chris Buechel
Theodore Burdyl
Edward Burman
James Burman
Robert Burman
Kyle Bussas
Brenda Callis
Edward Callis
Evelyn Camacho
Nick Carbone
Virginia Cardinal
Jennifer Civitanova
John Coletti

Annette Colgate
Betty Costello
David Courney
Dr. William
Covington
Virginia Cowart-
Shafer
Stacy Coyne-Leger
Betty Crabb
Allan Crawford
Karen Crawford
Archie Curtit
Kennon Davis
Page Davis
Sandra Delmont
Celestina DiSilvestro
Connie DiVincentis
Olivia Douglass
Merlene Drake
Denise Drake-
Asselin
James Drakos
Sandy Dudzic
Bonne Dunkelberg
Diane Dusbiber
Ronald Eakins
Kathleen Earnhart
Mike Earnhart
Andy Egeressy
Rebecca Engsberg
Patrica Fagg
Joseph Falcon
Katherine Falcon
Ruth Farrington
Matt Farrow
Betty Fears-Jones
Charles Fisher
Maxine Freeman
Cynthia Fritz
Mary Gibson
Sylvia Glazer
Jeremy Glesbrecht
Leta Glesbrecht
Kimberly Glickman
Mary Goshert
Brenda Graner
Lawrence Graner
David Greener
Doug Greener
Dr. R. Grewal

Mary Griswold
Scott Griswold
Dolores Gruenfelder
Paschal Guercio
James Hankins
Jim Hankins
David Hartman Jr.
Chet Hedgecoth
Bernie Helbling
lla Holstein
Todd Huck
Carlynn Huffer
Howard Hunnius
Pauline Jackson
Randy Jackson
Tereess Jackson-
Bastion
Lisa Jaffe
Dianne Johnson
Frances Johnson
Vivian Johnson
Yvonne Johnson
R. Jurasek
Maureen Jurek-
Dolan
Edward Jussaume
Keiko Kain

William Keaveney Sr.

Robert Keithly
Florence Kettner
Kingsmore Family
Charlie Kirchner
Jean Knapp

Maria Kotsur
Marlene Kusumoto
Marian Kuykendall
Douglas Langlois
Irene Lanzendorfer
Max Lanzendorfer
Peter Lanzendorfer
Rodger Larsen

Jan Lawrence
Steve Lief

Steve Lococo
Leilani Logan
Robert Logan
Jacqueline Lombard
Jim Longo

Herman Lord

Carly Magnuson

Claude Marett
Diane Marriott
Jack Martin
Darrin Mc Carty
Simone McCauley
Charles McLaughlin
Earl McLaughlin
Reggie Mellon
Vivian Mestayer
Christopher Meyer
Melissa Mincks
Alfred Moline
Clarence
Montecino Jr.
Mrs. Jack Moon
Dolores Morello
Gary Morris
Carol Mullen
Susanna Munday
Bruce Nanninga
Linda Nicholson
Aliki Notaras
Ruth O’Donnell
Mark Ojeda
Cathryne Overstreet
Darrell Owens
Laura Owens
Alan Palmer
Richard Palmer
Joe Parker
Paula Partilla
Norma Payne
Neil Perkins
Peterson Family
Mark Peterson
Patrick Pisano
Alice Pogorzelski
Drumond Porteus
David Price
Gladys Reid
M/M Peter Reidlinger
Joyce Robbins
Jennifer Robinette
David Rosemergy
Gloria Rosenzwieg-
Herman
Jeremey Ryan
Dolly Sachs
Ruth Sander
Kenneth Saunders

Sawyer Family
Daniel Sbavek
Leonard Schless
Derek Semler
James Sewell
Ashley Sharp
Mary Simmons
Linda Simon
Phyllis Sliger
Dora Snell
Patricia Sobczak
Jime Solie
Abbie Spellman
Joseph Stamler
C. Donald Stebbins
Marilyn Stevens
Cathy Steward
Rollin Stoddard
Abby Stricherz
Lee Stricherz
Norma Swabek
Kyle Swier
Linda Swinkola
Talarico Family
Tifinay Talarico-
Compiano
Debbie Taylor
Quentin Thell
Charles Thomas lll
Garrett Timbie
Helen Torres
Gerald Tremblay
Randy Vaccarella
Ginger Vail
Gladys Van-Vleet
Mary VanVleet-Stein
Joseph Villa
Cheryl Wedesweiler
Steven Wedesweiler
Emily Weibel
Susan Weiler
David West
David Westrick
Susan Wilson
Robert Wonn
Elizabeth Wright
John Yobs
Thomas Yobs <>
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Is your address correct? Are you receiving more than one issue of Generations? If there are
any changes that need to be made, please call NAF at (763) 553-0020. Thank you!

GIFT - HONOR - MEMORIAL

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

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

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

My contribution is:
QIn Memory QIn Honor Q Gift Membership

Name
Occasion

Send Acknowledgment Card to:
Name
Address
City/State/Zip

From:

Name
Address
City/State/Zip

MEMBERSHIP

Yes, | 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)

Q Lifetime membership $500 +
Annual memberships:

0 Patron membership $100-$499
Q Professional membership $45 +

0 Individual $25 +

0 Household $45 +

0 Addresses outside the U.S. please add $15
Your Name
Address
City/State/Zip
E-Mail

PAYMENT INFORMATION

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

National Ataxia Foundation.
Total Amount Enclosed $
Credit Card: 1 Visa 0 Master Card
Name on Card
Card #
Exp. Date
Signature
Phone Number




