


I. Message from the President 
 
 
Dear NAF Members: 
 
It is with great pleasure to present to the NAF membership the 2007 NAF Annual Report.  In this report 
you will find an overview and highlights of the past year’s activities including funded ataxia research 
studies, financial status, and various program functions. 
 
2007 marked NAF’s 50th year in providing important programs and services to ataxia families.  2007 also 
marked the fourth consecutive year that the Foundation received a 4-Star rating out of a possible 4-Stars 
from Charity Navigator, America’s largest independent charities evaluator. According to Charity 
Navigator this rating indicates sound fiscal management and only 5% of the charities they evaluate have 
received a 4-Star rating in at least four consecutive years. 
 
I am pleased to report that NAF awarded funding to seventeen outstanding research studies in 2007.  In 
addition, in 2007 the Foundation added its fourth research program called the NAF Friedreich’s Ataxia 
Special Projects Award in which the first $200,000.00 award from this fund was granted in December 
2007. 
 
Over the past nine years the Foundation has awarded funding to one-hundred and sixteen important ataxia 
research studies in ten different countries.  These promising studies have focused on dominant ataxia 
(including many of the SCAs), recessive ataxia (including Friedreich’s ataxia, A-T, and others) and 
sporadic ataxia. 
 
As important ataxia research continues, NAF remains committed in providing meaningful programs and 
services to persons with ataxia and their families.  In 2007 the Foundation continued to update and develop 
ataxia publications, including the book “Evaluation and Management of Ataxia Disorders, An Overview 
for Physicians” written by Susan L. Perlman, MD. 
 
The Foundation continued to publish its 48 page quarterly news publication, “Generations,” which 
provides more than 30,000 readers throughout the world with the latest information on ataxia research and 
articles written for and by the ataxia community.  In addition, the Foundation continued to expand its 
presence on the web through its web site, www.ataxia.org.  In 2007, the Foundation’s web site had 
7,690,093 hits with 691,088 visitors from 115 countries. 
 
In addition, in 2007 the Foundation continued to attend and participate in a number of medical 
conferences and Abilities Expos. A number of NAF chapters and support groups also played an important 
role in representing the Foundation at these conferences. Through funding from the Gordon and Marilyn 
Macklin Foundation and support from the NAF Chesapeake Chapter, NAF awarded a grant in 2007 for the 
establishment of the Johns Hopkins Ataxia Center. 
 
For the National Ataxia Foundation to provide these and other important programs and services requires 
the commitment from many dedicated people. I am truly grateful to NAF board members, medical and 
research advisory board members, chapters, support group leaders, ambassadors, members, family-
sponsored fund raisers, volunteers, and donors who make it possible to continue these efforts in giving 
ataxia families hope for a brighter future.  We are humbled by your commitment and are truly thankful for 
your support.  Thank you. 
 
My best regards, 
 
 
 
DeNiece Roach 
President 



II. Ataxia Research 
 
The National Ataxia Foundation began direct funding of ataxia research studies in 1978. 
The first NAF ataxia research program consisted of providing ataxia research “seed 
money” to researchers and universities. This program allowed researchers funding for 
their preliminary investigations which gave them the opportunity to acquire additional 
funding from other sources, primarily NIH. 
 
As this program developed over the years, NAF saw many of these researchers receiving 
additional support from other sources once the initial study was completed. Many of 
these researchers received a five to ten fold increase in funding levels from other sources 
once the preliminary NAF funded research had been completed. In fact, one such study 
saw a one hundred fold increase in funding. 
 
In 2000, the Foundation expanded its research program to include an additional research 
emphasis. This new research program, the NAF Research Fellowship Program, supports 
post-doctoral positions and allows for a higher funding level. 
 
In 2001, the Foundation began its third research program called the NAF Young 
Investigator Award. This research program is designed to encourage young clinical and 
scientific investigators to pursue a career in the field of ataxia research. Each NAF grant 
award for this program is $100,000 per investigator. 
 
In 2007 the Foundation again expanded it’s research program to include the Friedreich’s 
Ataxia Special Project Award in which the first $200,000 award from this fund was 
granted in December 2007. This special projects grant is for new and innovative studies 
that are relevant to the cause, pathogenesis or treatment of Friedreich’s ataxia. 
 
2007 also brought about the Kyle Bryant Transitional Research Award. The award was 
established in honor of Kyle Bryant who has Friedreich’s ataxia and pedaled his cycle 
from La Jolla, CA to NAF’s Annual Membership Meeting in Memphis, TN.  Kyle raised 
$40,000 on his “Ride Ataxia.” NAF and FARA joined together to add additional funds 
that totaled the research grant to $100,000. 
 
Over the past nine years the Foundation has funded one hundred and sixteen ataxia 
research studies in ten countries. In 2007, NAF funded seventeen research studies, which 
includes two NAF Young Investigator Award and four NAF Fellowship Awards. NAF’s 
research funding commitment from December 2004 – December 2007 was more than 
$2,400,000.00. This funding commitment does not include the additional support from 
NAF in supporting medical conferences, scientific meetings, and tissue acquisitions and 
banking research program. It also does not include the millions of dollars leveraged from 
other sources that researchers were able to secure because of the Foundation’s initial 
ataxia research “seed money” grant. 
 
The Foundation’s research program focuses on gene identification, better understand ing 
of gene function, increased knowledge on how the ataxias so adversely affect the human 
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body, and progress towards finding treatments and a cure for the ataxias. The Foundation 
supports research into the dominant ataxias (including SCA’s), recessive ataxias 
(including Friedreich’s ataxia) and sporadic ataxia. 
 
The National Ataxia Foundation’s Board of Directors is pleased to announce the funding 
of 16 promising ataxia research studies for FY 2008. The studies include: 
 
Research: 

• Sergio Cocozza, MD - Role of rhu-EPO and HDAC inhibitors alone and/or in 
combination on the regulation of frataxin expression. New prospective for FRDA 
treatment.   

• Claudio Gomes, PhD - Frataxin folding, chaperone role and interactions with 
iron-sulfer biosynthesis proteins: contributions to understand Friedreich's ataxia. 

• Michael Hebert, PhD - Disrupted pre-mRNA splicing in Machado Joseph disease. 
• James Maylie, PhD - Molecular and Cellular Physiology of Episodic Ataxia 

Type-1, EA1 
• Opal Puneet, MD, PhD - Dissecting transcriptional misregulation in SCA1 using 

Laser capture microscopy and transcriptional profiling 
• David Ornitz, MD, PhD - Biological tools to investigate Spinocerebellar Ataxia 

27 (SCA 27) 
• Henry Paulson, MD, PhD - RNAi as therapy for spinocerebellar ataxia type 3 

SCA3  
• Parminder Vig, PhD - Role of Bergmann glia in Purkinje cell development and 

pathology in SCA1 
• Robert Wilson, MD, PhD - RNAi therapeutics for Friedreich’s ataxia  

 

Fellowship/Post-Doc: 
• Abrar Qurashi, PhD - Understanding the molecular basis of rCGG mediated 

neurodegeneration in Drosophila melanogaster  
• Martin Riccomagno, PhD - P130Cas in granule cell migration: understanding the 

mechanisms underlying cell migration in cerebellar development  
• Karsten Strauss, PhD - Altered splicing caused by gain of normal ataxin-2 

function 
• Jane Wright, PhD - Elucidating the mechanism of ATX-2: the C.elegans ortholog 

of a protein implicated in human neurodegenerative disease  
 
Young Investigator: 

• Miriam Cnop, MD, PhD - Pathogenesis of impaired glucose tolerance and 
diabetes in Friedreich's ataxia: contribution of insulin resistance and pancreatic 
beta cell dysfunction 

• Serena Carra, PhD - Role of small heat shock proteins (HspB) in the prevention of 
mutant ataxin-3 aggregation and toxicity 
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Friedreich's Ataxia Special Projects: 
• Brigitte Sturm, PhD - The role of frataxin during heme synthesis 
 

In December of 2006 the National Ataxia Foundation funded 16 research studies for FY 
2007. They were as follows:  
 

• Ilya Bezprozvanny, PhD – Deranged Calcium Signaling in SCA 3 Neurons 
• Alfredo Brusco, PhD – Identification of the gene responsible for a novel form 

for congenital cerebellar ataxia. 
• Michael D Koob, PhD – Molecular Characterization of Purkinje cell function 

in mice carrying deletions of the SCA 8 ataxia locus. 
• Elizabeth O’Hearn, MD – Spinocerebellar ataxia type 12 (SCA 12): 

Investigate PP2A regulation of Group I metabotropic receptors. 
• Susan L Perlman, MD – A Multicenter Pilot Study of the Web-Based National 

Ataxia Database. 
• Joseph P Sarsero, PhD – Generation of improved mouse models of Friedreich 

ataxia for pharmacologic testing. 
• Joseph P Sarsero, PhD – Regulatory analysis of Friedreich ataxia locus using 

BAC genomic reports. 
• Hayla K Sluss, PhD – Examination of the underlying mechanism of p53 

mediation of the ataxia-telangiectasia mutant (ATM) signaling pathway. 
• Sian D Spacey, MD – The Role of the human P/Q Type Calcium Channel in 

the Pathogenesis of ataxia. 
• Sue M. Travis, PhD – Effects of Polyglutamine Expansion on Activity of 

Ataxin-3, the Spinocerebellar Ataxia 3 Disease Protein 
• David A Wassarman, PhD – A Drosophila Model of Ataxia-Telangiectasia 
• Med. U. Wullner, MD, PhD – Phosphorylation of Ataxin 3-implication for 

cellular localization and viability. 
 
Young Investigator: 
• Marek Napierala, PhD – DNA structure of GAA*TTC repeats as a target for 

Friedreich’s ataxia therapy. 
 
Fellowship/Post-Doc:  
• Marija Cvetanovic, PhD – Molecular mechanism of transcription alterations in 

SCA 1.  
• Yuanxin Hu, PhD – The role of P/Q calcium channel fragments in SCA 6 

pathogenesis. 
• Elizabeth Soragni, PhD – Development of Histone Deacetylase Inhibitors as 

Therapeutics for Friedreich’s Ataxia.  
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III. Education & Service 
 
The National Ataxia Foundation is recognized throughout the United States and 
internationally as a world leader in providing current and accurate information on ataxia 
Many who request information are newly diagnosed or are from the medical community. 
Others may have friends or family members with ataxia and rely on NAF to supply them 
with the information they so need, while others rely on the latest developments in 
research. 
 
Requests for information are received daily through telephone calls, letters, and e-mails. 
The Foundation received more than 9,995 phone calls in 2007 from persons with ataxia, 
family members, the medical community, other organizations, and the general public. 
During that same time the Foundation responded to over 12,871 letters and more than 
42,492 e-mails. NAF staff responded to questions, provided NAF publications, and 
offered assistance including medical referrals to local neurologists who specialize in 
ataxia. NAF’s web site took more than 7,690,039 hits and had 691,088 visitors. We 
expect the web site numbers to continue to grow as more and more people are using the 
internet. 
 
The foundation also offers a 48 page quarterly news publication called “Generations” 
which provides readers with the latest information on ataxia research and issues relating 
to ataxia. In 2007, Generations was published four times including the winter, spring, 
summer, and fall issues. Generations has a readership of more than 30,000 people world- 
wide. 
 
Last year NAF introduced the new booklet titled “Evaluation and Management of Ataxic 
Disorders: An Overview for Physicians.” The booklet is a guide for physicians. It 
includes areas such as the evaluation of the person with ataxia, an update on hereditary 
and sporadic ataxia, how to differentiate all the hereditary ataxias, diagnostic procedures, 
and much more. Excerpts from the handbook will be posted on NAF’s web site. The 
Foundation has updated many of the fact sheets which can be downloaded on the website 
and for those who want it in hard copy, we can send them in the postal mail.  In addition 
there are also NAF publications available on genetic testing, exercise, and much more. 
 
In 2007 NAF completed Phase II and III of the updated web site. Now people can use 
NAF’s online option for memberships, donations and the purchase of NAF publications 
and miscellaneous NAF items. 
 
The Foundation holds its annual membership meeting in a different geographical location 
each year. In 2007, the membership meeting was held in Memphis, TN. Approximately 
450 people from across the United States attended this meeting and there were those from 
Italy, Canada and Australia. The conference provides an opportunity for individuals and 
their families to learn, first hand, from ataxia experts who address topics related to ataxia, 
research, genetics, and coping. Most people state that their favorite part of the meeting is 
the chance to meet others similarly affected. It is a setting where people can meet, learn, 
and share with one another. Many lifelong friendships develop because of these meetings. 
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In 2008, NAF will hold its second Bi-Annual Ataxia Investigators Meeting, also known 
as AIM. The AIM meeting was to be held in 2007 but because of hurricane Katrina and 
the need to find other arrangements, it was decided that the next AIM meeting will be 
held at the 2008 Annual Membership Meeting in Nevada. 
 
NAF chapters, Support Groups and Ambassadors play an important role in providing 
help to local ataxia families. In 2007, the Foundation had 81 chapters and support groups, 
and ambassadors located throughout the United States and two groups in Canada. 
 NAF ambassadors are located throughout twenty states and in American Samoa, 
Australia, Canada, and India. 
 
In 2007, NAF provided programs and services to people in all fifty states and in 63 
foreign countries. In addition, NAF also seeks out opportunities to educate others about 
ataxia. Each year the Foundation is represented at various venues including abilities 
expos and medical conferences. Some of these meetings included: 

• American Society of Human Genetics, San Diego, CA: 
• Society of Neuroscience, San Diego, CA 
• American Academy of Neurology Conference, Boston, MA 
• Abilities Expos Minneapolis, MN 
• NIH conference, Washington, DC 

 
It is through these types of medical meetings, that NAF has the opportunity to network 
with other organizations as we all collaborate together, and learn from each other. 

 
The National Ataxia Foundation is dedicated to helping those with ataxia and their 
families. As important NAF funded ataxia research continues, it is of paramount 
importance to also continue to help families through meaningful programs and services. 
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IV. Public Awareness 
 
Fifty years ago, when the National Ataxia Foundation first began, there were limited 
opportunities to get the word out about ataxia.  Television was in its infancy, the internet 
was not yet invented, and emails did not exist.  However, the Foundation realized in 1957 
the importance of ataxia awareness and began an awareness campaign. 
 
In the early years, one to one contact and a few newspaper articles in a limited 
geographical area were the beginnings of the ataxia awareness initiatives.  As time went 
on, more media attention was given to ataxia in major newspapers, national magazines 
and television.  Today the primary focus of the Foundation’s awareness program is to 
help advise the public, reach ataxia families, and better inform the medical community. 
 
2007 marked the Eighth Annual International Ataxia Awareness Day (IAAD) held on 
September 25, 2007.  Since 2000 the Foundation has offered an IAAD Kit, which 
includes an instructional booklet to how to help commemorate IAAD and to bring 
attention to ataxia.  In 2007 many NAF chapters, support groups, ambassadors, and 
members participated in IAAD throughout the United States.  Through local government 
proclamations, awareness events, and local media coverage the word ataxia is reaching 
across the nation. 
 
NAF continues to participate in various Ability Expos throughout the United States.  This 
venue provides attendees with information about ataxia and the Foundation.  NAF’s web 
site, www.ataxia.org, continued to serve as a vital source of ataxia information in the 
United States and throughout the world.  Visitors to the web site in 2007 totaled 691,088 
from 115 countries with 7,690,093 “hits.” 
 
Press releases to radio, newspaper, television, and internet users were submitted 
throughout 2007 by NAF.  2007 also marked the first time NAF utilized E-Blasts to 
notify its members through emails of various Foundation activities and announcements.  
In addition, many chapters, support groups, and ambassadors utilize local media outlets 
to announce their meetings and events.  Annual membership meeting attendees were also 
encouraged to submit press releases to their local media about the meeting they attended.   
 
NAF publications are offered at various public libraries, doctor offices, and schools to 
help spread the word about ataxia.  The internet is also a viable tool in providing 
information and announcements about ataxia.  NAF offers both a Chat Room and 
Bulletin Board on its web site for users to learn more about ataxia.  In 2007, NAF began a 
section on its web site called “Ataxia In The News” which offers visitors ataxia news 
from around the world. 
 
In 2007 NAF advertised in medical journals and attended various medical conferences to 
inform the medical community about ataxia and the Foundation’s research programs.   
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V. Administration/Fund Raising 
 
The National Ataxia Foundation is dedicated to meeting the needs of persons with ataxia, 
their families and persons with related neurological diseases by supporting promising 
ataxia research and in providing meaningful programs and services.  The accomplishment 
of these important goals requires funding support from a variety of sources.  To address 
program needs, the Foundation has established various measures to help secure needed 
funding to support important programs and services. 
 
There are assorted fund raising costs associated with securing needed funding.  In 
addition, there are also administrative costs incurred in the performance of maintaining 
the organization.  The Foundation continuously examines and monitors these costs to 
insure that the vast majority of expenditures are allocated to support important programs 
and services.   
 
There are various state and national “Watch Dog” agencies which monitor nonprofit 
organizations.  In 2007, the largest independent evaluator of charities, Charity Navigator, 
awarded the Foundation its fourth consecutive 4-Star rating out of a possible 4-Stars.  
Only 5% of the nonprofits Charity Navigator rates have received at least four consecutive 
4-Stars.  A 4-Star rating is awarded to those nonprofits which show sound fiscal 
management.  
 
The following is a listing of sources which supported the Foundations’ efforts in 2007: 
 
Chapters/Support Groups  Fund Raising Events  Planned Giving 
Combined Federal Campaign    Gifts of Stock/Assets  Pledges 
Corporate Support   Group/Family/Individual Research Drive 
Deferred Giving   Membership Support  Special Projects 
Endowment Funds   Memorials/Honor Of  United Ways 
Foundation Support 
 
The National Ataxia Foundation gratefully acknowledges the above donors and is truly 
indebted for their contributions in supporting important programs and services for ataxia 
families. The Foundation will continue to explore the viability of additional revenue 
streams in order to maintain and expand its important work.   
 
In addition, the Foundation will continue to persist in monitoring and evaluating fund 
raising and administrative costs to help insure that the organization runs effectively and 
efficiently.  Furthermore, the Foundation will continue to look at ways to reduce or 
eliminate expenses wherever possible to insure that the vast majority of funds are 
continued to be used to support promising research and meaningful programs. 
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VII. National Ataxia Foundation Board of Directors 2007 
 
 
President 
DeNiece Roach* 
Minneapolis, MN 
 
Vice-President 
Charlene Danielson* 
Minnetonka, MN 
 
Secretary/Treasurer  
Larry Loomis*    
West St. Paul, MN 
 
Harold Crawford 
Terry, MS 
 
Camille Daglio 
Hattiesburg, MS 
 
John Day, MD, PhD   
Minneapolis, MN 
 
Denise Drake-Asselin 
Kenner, LA  
 
Arnie Gruetzmacher*  
Plymouth, MN 
 
Craig Lisack 
Palatine, IL  
 
Earl McLaughlin 

Millard McWhorter III, MD 
Andalusia, AL 
 
Harry T Orr, PhD 
Minneapolis, MN 
 
Laura Ranum, PhD 
Minneapolis, MN 
 
Lawrence Schut, MD 
Maple Lake, MN 
 
Julie Schuur 
Luverne, MN 
 
Robin Smothers 
Golden Valley, MN 
 
Dave Zilles 
Atlanta, GA   
 
 
 
Key Personnel 
Michael Parent 
Executive Director   
  
     
 
* Executive Committee   
 

El Cajon, CA 
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VIII. National Ataxia Foundation 2007 Medical and Research Advisory Board 
 
Medical Director 
Lawrence Schut, MD 
Maple Lake, MN 
 
Research Director 
Harry T. Orr, PhD 
University of Minnesota 
Minneapolis, MN 
 
Medical Reseach Liaison 
John Day, MD, PhD 
University of Minnesota 
Minneapolis, MN 
 
Associate Director 
Henry Paulson, MD, PhD 
University of Michigan Medical Center 
Ann Arbor, MI 
 
Tetsuo Ashizawa, MD  
University of Texas 
Galveston, TX 
 
Daniel Geshwind, MD 
UCLA School of Medicine 
Los Angeles, CA 
 
Sid Gilman, MD 
University of Michigan   
Ann Arbor, MI 
 
Christopher Gomez, MD, PhD 
University of Chicago 
Chicago, IL   
 
Joanna Jen 
UCLA School of Medicine 
Los Angeles, CA 
 
William Johnson, MD 
UMDNJ Robert Wood Johnson Medical 
School  
Piscataway, NJ 
 
Bronya Keats, PhD 
Louisiana State University 
New Orleans, MA 
 
Arnulf Koeppen, MD 
VA Medical Center 
Albany, NY 
 
 

 
Jau-Shin Lou, MD, PhD 
OHSU - Portland, OR 
 
David Lynch, MD 
University of Pennsylvania 
Philadelphia, PA 
 
Martha Nance, MD 
Struthers Parkinson’s Center 
Golden Valley, MN 
 
Massimo Pandolfo, MD 
Universite Libre de Bruzelles-Hopital 
Bruzelles, Belgium 
 
Susan Perlman, MD 
UCLA Neurological Services 
Los Angeles, CA 
 
Louis J Ptacek, MD 
Howard Hughes Medical Institute 
San Francisco, CA  
 
Stefan Pulst, MD 
University of Utah Health Sciences Center 
Salt Lake City, UT 
 
Laura Ranum, PhD 
University of Minnesota 
Minneapolis, MN 
 
Roger Rosenberg, MD 
University of Texas 
Dallas, TX 
 
Jeremy D Schmahmann, MD  
Harvard Medical School 
Boston, MA 
 
S.H. Subramony, MD 
University of Mississippi 
Jackson, MS 
 
Michael Wilensky, MD 
Kenner, LA 
 
Robert B Wilson, MD, PhD 
University of Pennsylvania 
Philadelphia, PA 
 
Huda Zogbi, MD 
Baylor College of Medicine 
Houston, TX 
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IX. 2007 Chapters, Support Groups, and Ambassadors 
 

 
Chapters: 

 
Chesapeake Chapter  
Carl Lauter, President  
Adamstown, MD 
 

Louisiana Chapter 
Carla Hagler, President 
Slidell, LA 
 

Mississippi Chapter  
Camille Daglio, President 
Hattiesburg, MS 

 
Support Groups: 

 
Alabama 
Arizona 
      Chandler 
      Tucson 
California 
 Los Angeles 
 Northern CA 
 Orange County 
 San Diego 
Colorado 
Florida 
 Northeast  

 Orlando 
 Tampa Bay 
Georgia 
Illinois 
 Chicago 
 Southern IL 
Indiana 
Kansas 
Maine 
Maryland 
Massachusetts 
Minnesota  

Missouri 
New York 
North/South Carolina 
Pennsylvania 
Texas 
 Golden Triangle 
 Houston 
 North TX 
Utah 
Washington 
Canada 
British Columbia 

 
Ambassadors: 

 
United States 
Hazel Green, AL 
Andalusia, AL 
Hot Springs Village, AR 
Brentwood, CA 
Clovis, CA  
Merced, CA 
Torrington, CT 
Destin, FL 
Orlando, FL 
Lehigh Acres, FL 
Savannah, GA 
Chicago, IL 
Rockford, IL  
Fort Wayne, IN 
Urbandale, IA 
Brownsville, KY 
Louisville, KY 

Frederick, MD 
Paw Paw, MI 
Laingsburg, MI 
Big Lake, MN 
Luverne, MN 
Rochester, MN 
Columbia, MO 
Jefferson City, MO 
Buffalo, NY 
Fishkill, NY 
Staten Island, NY 
North Canton, OH 
Mesopotamia, OH 
Bartlesville, OK 
Norman, OK 
Corpus Christi, TX 
Seguin, TX 

Richmond, VA 
Spokane, WA 
 
American Samoa 
 
Australia 
Hocking, W. Australia 
 
Canada 
Belleville, Ontario 
Ottawa, Ontario 
Winnipeg, Manitoba 
 
India 
New Delhi 
Secunderabad 
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