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ABOUT NAF

Accountable
Caring
Collaborative
Impactful
Motivated

CORE VALUES

VISION

MISSION

A world without Ataxia

To accelerate the
development of treatments
and a cure while working to
improve the lives of those
living with Ataxia.

Since 1957, NAF has been at the forefront of efforts to find
treatments and a cure, providing hope and vital resources to
the Ataxia community.
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know is that they placed an incredible amount of trust in our mission and in our ability to make that
generosity count. Rather than asking, "What can we spend this on?" we asked a different question:
How can we honor this gift in a way that creates the greatest possible impact for people living
with Ataxia?

The answer wasn't immediate.
 

Over the course of many months, our staff and Board of Directors came together in an ambitious
planning process unlike any we've undertaken before. Guided by feedback from our community and
organized around four strategic priorities – research, support, advocacy, and philanthropy – we
challenged ourselves to think bigger than ever before. Together, we explored hundreds of ideas,
debated priorities, and ultimately built a three-year strategic plan designed to accelerate treatments
while improving lives today.
 

The result is more than a plan on paper. It is a commitment to strengthen the programs our community
depends on while investing in bold new initiatives, from enhancing our support network with
professional social work services to building research resources like a centralized open-access cell line
repository and expanding our advocacy efforts so the voices of people living with Ataxia are heard
where decisions are made.
 

As I look ahead, I'm struck by something I've never been able to say before: we have an opportunity
today that would have been difficult to imagine just five years ago.
 

Research is advancing at an unprecedented pace. Our community continues to grow stronger and
more connected. More partners than ever are working alongside us to move treatments forward. And
now, thanks to this extraordinary act of generosity and the thoughtful planning that followed, we are
better positioned than ever to help shape what comes next.
 

Progress has never been the work of one person or one organization. It belongs to every researcher
pursuing a new discovery, every volunteer leading a support group, every advocate sharing their story,
every fundraiser and donor investing in hope, and every family refusing to give up.
 

Thank you for believing in this mission and for being part of this remarkable community. The work
ahead is ambitious, but so is this community. Thank you for your trust, your partnership, and your
unwavering commitment to a future with better treatments and, one day, a cure.
 

With gratitude,
Andrew Rosen
Chief Executive Officer

LETTER FROM THE CEO
Andrew Rosen
Chief Executive Officer
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Every so often, an organization reaches a moment that changes what it
believes is possible.
 

For NAF, that moment came in 2025 in the form of an extraordinary anonymous
gift. We don't know the donor's name. We don't know their story.  What we do 

Community Voices Thoughtful Stewardship Strategic Investment

Accelerating Treatments. Improving Lives.



SO WHAT IS THE PLAN?
In 2025, NAF launched a new three-year Strategic Plan that will guide our work through 2028. Built
around four strategic pillars, the plan provides a clear roadmap for accelerating treatments and a cure
while improving the lives of people affected by Ataxia today.

SUPPORT
Empowering Ataxia Families

RESEARCH
Driving Scientific Progress

ADVOCACY
Championing the Patient Voice

DEVELOPMENT
Fueling Mission Through

Philanthropy
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These priorities strengthen our ability to invest in research, expand
support and education, advance advocacy, and grow the resources

needed to create lasting impact for the Ataxia community.

Goal: Deliver a modern, scalable,
and inclusive support system
that meets the evolving needs of
the Ataxia community.

Goal: Accelerate research
progress by building the
infrastructure necessary to fast-
track the discovery of treatments
and a cure.

Goal: Strengthen NAF’s advocacy
and influence to drive awareness
and policy for Ataxia.

Goal: Build a funding “flywheel”
capable of sustaining NAF’s
mission.



Million invested in
research

$3.5

Research studies
funded

23

2025 AT A GLANCE

NAF Ataxia 
Centers of
Excellence

43

$1.3
Million invested in
support programs

Clinicians
trained at ACT

41

Congressional
meetings

99

Support Group
meetings

674

Educational
sessions

78
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OUR MEMBERS

Members
20,751

621
826

279

12,279

Every person impacted by Ataxia has a role in moving our mission forward. From
individuals newly navigating a diagnosis to longtime advocates, caregivers,
researchers, and healthcare professionals, our members help build connections,
advance research, and create a stronger future for the Ataxia community.

Researchers

Family or Friend of person with Ataxia5,642
Clinicians

Industry

Living with or at-risk of Ataxia
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IN THEIR OWN WORDS

KAREN W
COMMUNITY MEMBER

As a child, in the 1960s-1970s, I
can remember my paternal
grandfather walking with a
wide, somewhat unbalanced
gait. He was born in 1896 in
rural Michigan, and never
diagnosed with a specific
disorder. I just thought his
problems were due to normal
aging. My father, born in 1924,
starting showing similar
problems with balance and
gait in his 50’s. It was not until
the mid-1990’s that my father’s
condition was identified as a
specific disease:
Spinocerebellar Ataxia. I was
caregiver to my father, along
with a brother, during his later
years. It never once occurred to
me that I would one day be
diagnosed with this same
condition.

The voices of the Ataxia community are at the heart of our work. Throughout the year, members
share their personal stories, offering honest reflections, hope, and encouragement to others
navigating a similar journey. Explore more inspiring stories at www.ataxia.org/members.

“It is good to connect with a
community of patients with a
similar diagnosis and have
regular access to experts in the
field, as well as be kept aware of
new developments in treatment.”

6
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COMMUNITY SERVICES

$1.3M
Spent on Community Services

Living with Ataxia is easier when no one has to face it alone. Through education, support,
and meaningful connections, NAF's Community Services programs help individuals and
families build community, access trusted resources, and navigate their journey with
confidence.

674
Support Group Meetings

99
Congressional Meetings
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SUPPORT IMPACT

THANK YOU TO OUR VOLUNTEER 
SUPPORT GROUP LEADERS!

Connection can make all the difference when living with Ataxia. NAF's Support Groups bring individuals
and families together to share experiences, learn from one another, and find encouragement along the
way. These welcoming communities are made possible by our dedicated volunteer Support Group
Leaders, whose passion and commitment help ensure no one has to navigate Ataxia alone.

Shannon had this to say about a meeting...

The day was full of laughter, good
conversation, and a reminder of how
special it is to spend time together in
person.

Shannon Dunphy Lazo, 
St. Louis Ataxia Support Group Leader
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52 SUPPORT GROUPS 
IN 41 STATES

13 INTERNATIONAL OR
DEMOGRAPHIC GROUPS

Ataxia Support Group Canada
Global Ataxia Support Group Leader
Ataxia Resources and Discussion Group
18-24 Years Old with Ataxia Support Group
25-35 Years Old with Ataxia Support Group -
The Dominoes
35-55 Years Old with Ataxia Support Group
55+ Years Old with Ataxia Support Group

African Americans with Ataxia Support Group
Spouses and Partners of Loved Ones with
Ataxia Support Group
Parents with Ataxia Support Group
Spanish Speaking Ataxia Support Group
U-MATTER, Unbroken - Military Members with
Ataxia Talking Team Room
Women with Ataxia International Support Group
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ADVOCACY
Strong advocacy helps create a better future for the Ataxia community. NAF works
alongside individuals, families, researchers, and partners to elevate the voices of those
affected by Ataxia, advance policies that support research and access to care, and ensure
the needs of our community are represented at every level of government.

2025 ADVOCACY ACHIEVEMENTS

September 25  designated as National Ataxia Awareness Dayth

99 congressional meetings to advocate for the Ataxia community

80 House and Senate requests supporting continued inclusion of
Hereditary Ataxia in the FY26 PRMRP/CDMRP

Bill Nye was Back in the Lab with four impactful Friedreich's Ataxia
awareness videos.

HILL DAY - SEPTEMBER 17, 2025

United Against Ataxia Hill Day connected advocates
from across the country to Capitol Hill to share their
stories and champion the needs of the Ataxia
community. Together, participants met with members of
Congress and their staff to advocate for policies that
support research, improve access to care, and
accelerate the development of new treatments.

10



ANNUAL ATAXIA
CONFERENCE (AAC)
NAF's Annual Ataxia Conference continues to bring the global Ataxia community together
to learn, connect, and inspire one another. In 2025, hundreds of individuals living with
Ataxia, family members, healthcare professionals, researchers, and industry partners
gathered to explore the latest advances in research and care while building meaningful
connections. Through expert-led education, shared experiences, and a strong sense of
community, the conference remains a cornerstone of hope, collaboration, and progress.

Attendees

HIGHLIGHTS

838

First Timers

Countries

223

27

Travel Grants

Virtual 
Scholarships

60
= $66,000

= $3,300

128

The presenters did a very good job going over the different assessments
that Ataxians have to complete for be able to receive the different agencies
services. There is hope that research continues to develop medications to
help folks that already have had Ataxia symptoms for a number of years.

-2025 AAC Attendee
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RESEARCH

$3.5M
Spent on Research

Research is the foundation of progress. By investing in innovative science, supporting
researchers, and fostering collaboration, NAF is helping advance discoveries that bring us
closer to better treatments and, ultimately, a cure for Ataxia.

23
Research Studies Funded

440
Natural History Study
Research Visits
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RESEARCH IMPACT

ALEXANDRA PUTKA
ATAXIA RESEARCHER

When Alexa Putka joined Dr. Hayley
McLoughlin's laboratory at the
University of Michigan, she set out
to answer important questions
about Spinocerebellar Ataxia Type
3 (SCA3). With support from an NAF
research grant, Alexa identified
important biological changes that
could help guide future treatment
development, leading to the first
large-scale study of brain lipids in
SCA3. The findings were published
in the journal Neurobiology of
Disease and opened new
opportunities for collaboration and
continued research.

NAF's investment also helped
launch Alexa's research career,
leading to additional federal
funding to support the remainder
of her doctoral studies. Today, she
remains committed to advancing
Ataxia research and discovering
new ways to improve the lives of
people living with SCA3.

Alexa hopes her research can
provide new answers to patients
on SCA3 pathology. She hopes her
work may give patients more
information on the biology of
SCA3 and potential therapeutics
being researched.

Behind every research breakthrough is a dedicated scientist working to better understand
Ataxia. Our Faces of Ataxia Research series introduces the researchers whose work is made
possible through the generosity of our community, highlighting their passion, discoveries, and
commitment to developing better treatments for people affected by Ataxia.
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170 Letters of Intent

Research Grants
Advancing research begins with investing in the ideas and people shaping the future of Ataxia
care. In 2025, NAF funded innovative research across six grant categories, supporting
investigators at every stage of their careers—from graduate students and early-career scientists
to established researchers developing potential therapies. These investments are helping
expand scientific knowledge, accelerate treatment development, and build the next generation of
Ataxia researchers.

Impact By the Numbers

$910,000 18

7 12

13
Early-Career Investigators

Ataxia Types

Research Investment Institutions Funded

Countries Represented

New in 2025 - Supporting Innovative MSA-C Research 
In 2025, NAF launched the Michael Lundquist Grant to Advance
MSA-C Research, a new $50,000 grant supporting innovative
research focused on Multiple System Atrophy – Cerebellar
subtype (MSA-C). Established in honor of Michael Lundquist, the
grant reflects NAF's ongoing commitment to advancing research
across the Ataxia spectrum and supporting discoveries that
improve the lives of those affected by MSA-C.

Ideas into Research

50 Full Applications

23 Funded Projects
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Two family members participating in the CRC-SCA
declined their participant stipend at the end of the
research visit. They do this every year- they just
want the money to go back towards research. 

- CRC-SCA Site Coordinator

NATURAL HISTORY STUDY
The Clinical Research Consortium for the Study of Cerebellar Ataxia (CRC-SCA) brings together leading
clinicians and researchers across the United States and Canada to strengthen Ataxia research and
accelerate the development of new treatments. Through its natural history study, the consortium follows
how Ataxia changes over time, creating essential data that helps researchers design stronger clinical
trials and understand whether potential therapies are making a meaningful difference.

This information is also an important resource for pharmaceutical companies developing new therapies.
Natural history data helps inform clinical trial design, provides critical context for interpreting trial
results, and can support the evidence submitted to regulatory agencies as part of the treatment approval
process.

We are deeply grateful to the individuals and families who participate in this long-term research. Their
commitment is helping build the foundation for tomorrow's treatments and bringing hope to the entire
Ataxia community.

Enrolled
Participants

HIGHLIGHTS

1298

Thank you to the leadership and clinical sites of the CRC-SCA for your commitment to
advancing Ataxia research. Together with the individuals and families who participate

in these studies, you are helping build the foundation for tomorrow's treatments.

Baseline Visits

Follow-Up Visits

146
297
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DRUG DEVELOPMENT
COLLABORATIVE

Genetic Tests

Partnerships are essential to advancing new treatments for Ataxia. Through the NAF Drug
Development Collaborative (DDC), we work alongside leading pharmaceutical companies
to accelerate research and therapy development while strengthening the resources that
support the Ataxia community. These collaborations help advance critical initiatives,
including the CRC-SCA Natural History Study, free genetic counseling, and expanded
access to research opportunities—bringing us closer to better treatments.

Thank you to our DDC members for your continued
collaboration and investment in advancing research and
improving the future for everyone affected by Ataxia.

Access to genetic information can provide clarity, guide care, and help individuals make
informed decisions about their future. Through NAF's Genetic Counseling and Testing
Initiative, eligible U.S. adults with a family history of SCA1, SCA2, SCA3, SCA6, SCA7, or
SCA27B can receive free virtual genetic counseling and testing. Supported by NAF’s DDC,
this program helps expand access to expert guidance while connecting more individuals
and families to the resources they need.

Free Genetic Counseling and Testing

2025 HIGHLIGHTS

191 Pre-Test Counseling Sessions199
Post-Test Counseling Sessions134

16



CLINICAL SERVICES

41
Healthcare Providers Trained
in Ataxia Care

Access to expert care is essential for people living with Ataxia. NAF's clinical initiatives
help expand specialized care, support healthcare professionals, and improve access to the
resources and expertise individuals and families need throughout their Ataxia journey.

43
Ataxia Centers of Excellence

826
Clinician Members

17



Ataxia
Clinical 
Training

ATAXIA CLINICAL
TRAINING

Expanding access to expert care starts with educating
the next generation of healthcare providers. NAF's Ataxia
Clinical Training (ACT) program offers an immersive,
hands-on learning experience for neurology residents,
fellows, and clinicians, helping them build the knowledge
and confidence needed to diagnose and care for
individuals with Ataxia.

As more clinicians receive this training, individuals and
families can benefit from earlier diagnoses, improved
care, and greater access to healthcare professionals who
understand the complexities of Ataxia.

HIGHLIGHTS

Attendees

Fellows25

41

4 Returning 
Attendees

“Thanks for doing this - the mix of pharma, clinicians,
and patients was superb. This is one of the best

conferences that I have attended.”
“I feel more comfortable recognizing ataxias and just

better knowing about NAF as a resource to help when I
have questions.” 

What Attendees are Saying

“Very educational and I plan to start an
academic center ataxia clinic.”

In 2025, ACT was dedicated in memory of Carol Tate, a beloved member of the Ataxia community, former
co-leader of the St. Louis Ataxia Support Group, and longtime contributor NAF. Carol generously shared her
wisdom, compassion, and lived experience to help others navigate life with Ataxia. Her legacy lives on
through ACT, inspiring the education of future healthcare providers and improving care for the Ataxia
community.

18



NAF ATAXIA CENTERS OF
EXCELLENCE
Access to expert care can make a meaningful difference
for people living with Ataxia. NAF's Ataxia Centers of
Excellence (ACE) program recognizes leading clinics that
provide comprehensive, multidisciplinary care through
teams of neurologists, genetic counselors, rehabilitation
specialists, social workers, and other experts working
together to meet the unique needs of each individual.

In 2025, NAF's growing ACE network included 32 centers across the United States and 11
international sites. Beyond delivering specialized care, these centers advance research, support
clinical trials, educate healthcare professionals, and help expand access to high-quality Ataxia
care around the world.

HIGHLIGHTS

U.S. Designations

International Designations

New Sites Added 

11

32

9
19



EDUCATION

43.5%

30.6%

17.7%

8.1%
Clinical Trial

Readiness

Daily Living

Disease Education

Ask the Expert

Webinar Topics Covered in 2025

Knowledge empowers our community. NAF provides trusted educational programs
and resources that help individuals, families, caregivers, and healthcare
professionals better understand Ataxia, make informed decisions, and navigate
every stage of the journey.

HIGHLIGHTS

People 
Reached

Webinars/
AAC Sessions

Articles

18,968
81

44

20



COMMUNITY FUNDRAISING

15
Walk N’ Rolls

Meaningful progress begins with a community that cares. Thanks to the generosity and
dedication of our supporters, NAF continues to invest in research, expand vital programs,
and build a brighter future for everyone affected by Ataxia.

14
Passion Fundraisers

$359K
Raised
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WALK N’ ROLL TO CURE
ATAXIA
Walk N' Roll events bring communities together to raise
awareness, celebrate connection, and support NAF's mission.
Organized by dedicated local volunteers, these events unite
individuals, families, and supporters in making a meaningful
difference for the Ataxia community. Through every walk, roll,
and fundraiser, participants help advance research, expand
support programs, and inspire hope for a future without
Ataxia.

THANK YOU TO OUR  WALK N’ ROLL 
ORGANIZERS WHO VOLUNTEER THEIR TIME!

HIGHLIGHTS

15 Walk N’Rolls

1628 Donations

$245K Raised
2025 Walk Locations

Atlanta Central OhioBaton Rouge

Massachusetts

Denver Jacksonville Las Vegas Maryland

Milwaukee Minnesota Pittsburgh

St. Louis Tampa Bay Texas DIY Treasure Coast

Dallas

22



Watching my dad’s challenges with
SCA3 motivates me to do everything I
can to push research forward — from
participating in studies to taking on new
physical challenges. Knowing that I also
carry the gene makes this fight deeply
personal. The Xtreme Hike is my way of
pushing back, showing strength, and
turning hope into action.”

-Jessica Oberlin/Hiker

PASSION FUNDRAISERS
HIGHLIGHTS

Across the country, passionate volunteers are turning their
interests into meaningful support for the Ataxia community. From
comedy shows and poker nights to tea parties and community
barbecues, these fundraising events raise critical funds, increase
awareness, and bring people together in support of NAF's mission.
We are grateful for the creativity, generosity, and dedication of
everyone who makes these events possible.

XTREME HIKE 2026: GRAND CANYON

2025 Events

Bowl for a Cure - Wisconsin

Artisans for Ataxia

Chuck & Duck - Western NY

Florida 500 - Jackson

Serving Up a Cure - Rhode Island

Pedal for Progress - Berkley

14 Events

659 Donations

$114K Raised

HIGHLIGHTS
21 Hikers

$347K Raised

In 2025, NAF's inaugural Xtreme Hike brought together 21 hikers to
take on the challenge of crossing the Grand Canyon in support of
the Ataxia community. After months of training, each participant
committed to raising at least $10,000 before the hike, and together
they surpassed their fundraising goal—raising more than $300,000
to support Ataxia research, education, and community programs.
This remarkable achievement was made possible by the hikers,
donors, and supporters who rallied behind the event every step of
the way. We look forward to building on this success with future
Xtreme Hikes. 

David Brunnert
Lisa Frei
Joe Frei
Cathy Gokie
Jeff Gokie
Mary Hogan
Seth Johnson
Peter Kurachek

Dana Mauro
Mark Minkin
Lauren Moore
Jessica Oberlin
Eddie O’Leary
Pam Perault
Randy Perault
Andrew Rosen

Matt Sefcovic
Joel Sutherland
Tanoa Thome
Karin Westgate
Craig Westgate

The Hikers
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Stand-Up for Ataxia - Atlanta

Cooking with Troy - Ontario

Pickleball Tournament - St. Louis

Krewe of Ataxia - Baton Rouge

Stand-Up for Ataxia - Minneapolis

Stand-Up for Ataxia - Philadelphia



FUNDRAISING IMPACT
MARK MINKIN 
COMMUNITY MEMBER / XTREME HIKE

PARTICIPANT

“Ever since my wife was diagnosed
with Ataxia 6 years ago, I have

made it my mission to raise
awareness about this terrible

disease while also raising funds
for research and education.”

When Leah Minkin was diagnosed
with SCA6, her husband, Mark,
turned their determination into
action. Together, they have
become dedicated champions for
the Ataxia community, raising
tens of thousands of dollars
through local fundraising events,
including bowling tournaments
and community walks. They also
helped lead NAF's inaugural
Accelerate! Annual Fund
campaign, which has raised
nearly $1 million to support NAF's
mission.

In 2025, Mark continued that
commitment by participating in
NAF's inaugural Xtreme Hike,
crossing the Grand Canyon after
months of training and
fundraising. Inspired by Leah and
everyone affected by Ataxia,
Mark embraced the challenge to
raise awareness, inspire others,
and help advance research,
support, and hope for the entire
Ataxia community.
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REVENUE & PHILANTHROPY

5,942
Donors

Living with Ataxia is easier when no one has to face it alone. Through education, support,
and meaningful connections, NAF's Community Services programs help individuals and
families build community, access trusted resources, and navigate their journey with
confidence.

$11.1M
Donations

$13.2M
Total Revenue
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CORPORATE PARTNERS

Donations by Gift Size
Progress is powered by people. Every gift—no matter the size—helps advance research, expand
support programs, and bring us closer to better treatments and, ultimately, a cure for Ataxia.
Together, the generosity of our community creates lasting impact.

$1-99

$100-499

$1K-4,999 $500-999
$10K+

$5K+
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$25K+
Arrowhead Pharmaceuticals
Biogen
Biohaven Pharmaceuticals
Columbia University 
Google Inc.
LoQus23 Therapeutics Ltd
Morgan Stanley Gift Fund
PTC Therapeutics
ReproCELL Inc.
Servier Pharmaceuticals

Epic Games
Mass General Brigham
Massachusetts Mutual Life 
 Insurance Company
Microsoft
Mirum Pharmaceuticals, Inc
National Financial Services, LLC
Pershing Advisor Solutions, LLC
Skyhawk Therapeutics
Solaxa Pharmaceuticals
Transcend Medical
Communications, LLC
Vanguard Corporation

$10K-$24,999

Ameriprise Financial
Charter West Bank
Exokinetics, Inc
Goldman Sachs & Co
IntraBio
Lenovo
TIAA
TJX Companies, Inc.
Torres Electrical Supply Co, Inc.

$5K-$9,999

$1K-$2,499 (continued)

Arch Painting Inc
Assured Settlement Solutions

$2,500-$4,999

Abbott Laboratories
CeGaT
Coca-Cola
Farm Bureau Insurance
Los Alamos National Security LLC
Newmark
Tony’s Seafood
UBS Financial Services

$2,500-$4,999

Bienvenu Foco Viator
Breadsmith
C3 Presents
Caterpillar Foundation
Cigna
Construction General Laborers &     
 Mtrl Handlers
Cruisin Cajun Country, Inc.
Diane Short Volleyball Inc
Don Vance Auto Group
Exelon Foundation
First National Bank of Omaha
Gartner, Inc.
Greater Horizons
Grossberg Company LLP
Lexeo Therapeutics
Mal Warwick & Associates, Inc.
Material Motion, Inc.
Mobility Works
Rare Patient Voice, LLC.
RunSignUp
Simply Delicious Catering &  
 Management
Theravance Biopharma
Thrivent Choice
UPMC

$10K-$24,999 (continued)
Variantyx
Vico Therapeutics B.V.

Thank you to our corporate partners for your generosity and commitment in advancing NAF’s Mission.



FOUNDATIONS

COMMUNITY GIVING PLATFORMS
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We are grateful to everyone who supported NAF through third-party giving platforms. Although
individual donor information is not shared with us, we sincerely appreciate every gift.

We are grateful to the following foundations for their generosity and partnership in advancing NAF's
mission.

$25K+
Bank of America Charitable Gift 
 Fund
Benevity Community Fund
Community Foundation for the  
 Land of Lincoln
Fidelity Charitable
Paypal Giving Fund
Raymond James Charitable
Schwab Charitable/DAFGiving 
 360

Community Foundation of the
Holland/Zeeland Area
JPMorgan Chase Foundation

$10K-$24,999

Edward Jones Charitable Gift  
 Fund
E-Trade Morgan Stanley
Give 270, Inc
Hirtle Callaghan Charitable
Jewish Communal Fund
Network for Good
Northern Trust
PSEG Foundation
Transamerica Life Insurance

$1K-$2,499

American Endowment Foundation
Burnt Hills - Ballston Lake School 
 District
Chase Online
Renaissance Charitable Foundation
Seattle Foundation
United Life Insurance Company
YourCause

$2,500-$4,999

Mississippi Ataxia Support Group
Nationwide Life Insurance
The Minneapolis Foundation

$10K-$24,999 (continued)

$25K+
A Stone Legacy Fund
Schmidt Family Fund of the  
 Community Foundation for the  
 Land of Lincoln
Steele Family Foundation
Susan Harris Family Trust
The Clementz Foundation

$10K-$24,999
Don and Jodi Heeringa Family  
 Fund of the Community
Foundation of the 
 Holland/Zeeland Area
Haider Quality Freedom
Foundation
Leader Family Foundation
Vivian Klassen Giving Fund

$5K-$9,999
Bob & Cappa Woodward 
 Charitable Fund
Buzz & Carolyn Pierce Family  
 Fund
Chip & Susan Carlisle Charitable   
 Fund

$5K-$9,999 (continued)
Donna Harris Family Giving
Everence Foundation Inc
K2 Adventures Foundation
Luthy and Tate Charitable Fund
Mike & Toni Rosen Fund of The 
 Minneapolis Foundation
The Shannon Foundation
Trudy Nye Family Trust
Karen Brown & Michael Peffer Giving  
 Fund

$2,500-$4,999
Alabama Power Foundation
Community Foundation for a Greater 
 Richmond
David C. Copley Foundation
Hankins Family Fund
Leigh and Louise Rabel Foundation 
 at Seattle Foundation
Parker Family Giving Fund
Pledgeling Foundation
The Thomas & Suzanne Harris LEP
Vitrano Family Giving Fund

$1K-$2,499 
Allison S. Och Donor Advised
Fund
ALMS Fund
Anne & Jeffrey Sternberg  
 Charitable Fund
Ayco Charitable Foundation
Baird Foundation Inc
Brian and Sheila Jellison Family  
 Foundation
Community Health Charities
Cybergrants 3M Foundation
Daniel & Violet Harrell Charitable  
 Fund
DLMC Foundation
Gates Foundation
Hass/Cowan Charitable Gift
Fund
Liou Family Fund
Matrix Medical Foundation
Mays Giving Fund
Morris-Goodspeed Giving Fund
National Christian Foundation 
 Carolinas



FOUNDATIONS (CONTINUED)
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We are grateful to the generous donors whose support makes NAF's mission possible. Their
contributions help advance research, expand education and support programs, and bring us closer to
better treatments and, ultimately, a cure for Ataxia.

INDIVIDUALS

$1K-$2,499 (continued)

O'Leary Giving Fund
Pamela Graber Donor Advised 
 Account
Paulsen-Hoffman Fund
Peter Skordilis Memorial Fund
Pinekenstein Family Fund
Pinkston Charitable Gift Fund
Potnick Giving Fund

Richard James Cohen Giving Fund
Saint Paul & Minnesota Foundation
Ted & Debra Durdel Charitable Fund
The Evelyn S & Jim Horne Hankins
Foundation
The Fairlady Fund of the St Paul &  
 Minnesota Foundation

$1K-$2,499 (continued)

The Ho Hing Dai Family  
 Foundation Inc
The JMA Foundation
The Las Colinas Association
Tom & Deb Swenson Foundation
Triangle Fraternity - PGH Chapter
Weene Family Foundation

$1K-$2,499 (continued)

$25K+
Anonymous
Joseph & Amber Frei
Susan Huffman
Scott James
Gregory Klassen
Nina Meister Estate
Marcia Neugebauer
Robert Perkins
Nancy & Rob Schultz
Manoj Shekar
Steven Thomas Jr. Estate

$10K-$24,999
Carolyn & Dan Allen
Melissa Clausen
Marjorie Clay
Olivier Colliou
Ben Frei
Nancy Haugen
Stefan Hoyer
Jane Jaffe
Lawrence Klotz
Nick Kozauer
Michael Leader
Laurie & Tom Likai
Barbara Nolte Estate
Alan Pitcairn
Russ & Susan Roller

$5K-$9,999 (continued)
Richard & Lois Bierschbach
Mary Bird
Jean Booher
Wendy & Richard Clemens
Reed Cooley
Beverly Ewing
Mary Jane Frei
Karen & Thomas Ganey
Maria Gilbert
Jeffrey & Julie Guillot
Tammy Humes
Serena Hung
Sandra Johnson
Andrew Kim
Peter Kurachek
Mark Machado
Sandy & Howard Miller
Prabhat & Shiva Mittal
Frances Moody-Buzbee
Edith Payne
Rosalind Pendergast
Gwen & Art Pinkston
Ann Riley
Christopher Riley
John & Kathleen Schnobrich
Maryann Sweeney & Jack Dyer
William Sweeney
David & Carol Thibault
Kevin Wright
Joe Yosick

$2,500-$4,999
Nelia Aguiar
Cheri & Gil Bearman
Dorothy Bowdon
Doug Brunnert
Paul Buhler
Michelle Chang
Judith Chronister
Ruth Coffey
Dennis Del Grosso
Shawn Faber
Louis Fulcher
Michael Gottschalk
Mary Hogan
Mike & Carol Ingram
Philip Jakes
Jim Keene
Gerald Klingberg
Bill Laine
Jon Larson
Charles Ludvik
Judy Marten
Mark & Rebecca Massman
Tim & Karen Miller
Mike Neumann
Cherie Nixon
Bill Nye
Jason Pruet
Tom Risinger
Andrew Schwartz
Sylvia Shelstad
Michael & Nancy Sortum
Marcia Stewart

$5K-$9,999
Lisa Angelastro
Marsha Asp
Cathy & Richard Bethay



INDIVIDUALS
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$1K-$2,499 
Lawrence Adair
Katharine Adams
Marcie Anthone
Chris Arnold
Bob & Virginia Atwell
John & Sally Barile
Eileen Becker
Dorothy Beix
Gary Berman
Bill Bisbee
Richard & Marie Brand
Dan & Julie Brunnert
David Brunnert
Gina Bryzgalski
Sean Buckle
James Cain
Michael Casey
John & Edith Collin
Christina Conway
Daryl & Rose Cook
Laurel Coppo
Joseph & Joan Cronin
Charles Davis
Christina Davis
Mark Davis
Carol Dennison
Charlotte Depew
Adrienne Doobin
Wendy Everts
Anne Boisclair-Fahey & Tom
Fahey
Alexander Feldman
Patricia Fenner
Don Fey
Edwina Fink
Patricia Gaul
Mark & Jeanette Gearhart
Pamela Gilardi
John & Janice Gisler
Cathy & Jeff Gokie
Jeffrey & Tammi Gotschall
Ken & Laura Grimm
Jerry Hall
Dave & Karen Henry

Lori & Rich Hensler
Connie & Don Hilger
Lucia & Frederic Hill
Christopher Hodges
Jonathan & Jacqlyn Hogan
Jesse Hughes
Daniel & Sheila Irwin
Roger Kaufman
Marcia Keiter
Benjamin Kenney
Paul Ketteridge
Nancy Kochevar
Stephen Krasner
Beverlee Langner
Nikki Larter
Amy Lau
Richard Lavery
Amy Law
Louise Lawrence
Bobbie Legg
Jerry Lemire
Rebecca Lipner
Paige Ma
Calvin & Bonita Mallory
Robin & Dick Manley
Ashlyn Marban
Sandy Marg
Jim Martin
Pat Martin
Victor Martin
William Martin
Meg & Jamie McLane
William Meier
Mark & Leah Minkin
Orly Mishan
Jim & Heather Monkmeyer
Marlene Cogwin & Michael
Montgomery
Marilyn Moore
William Moore
Michael Morris
Jorge Nieto
Paul Nye
Rory O'Brien
Roy Francis O'Connor
Harry Orr
Kellie Ortega
Laddy Ospanik
Laura Ospanik

Rhonda & Thomas Otway
Christopher Pendergast
Lois Perault
Randy & Pamela Perault
Monica Perme
Veronica Peterman
Carolyn Pettit
Jane Phillips West
Jeanette Pinkney
Deanna Povolny
Joe Prather
Dominic Ramacier
Ellen Renfroe
Kim & Drew Riter
Robert Rivard
Greg Rooks
Bruce & Susan Ruehl
Joseph Santy
Terri Scheffler-Parks
David Schwandt
Barbara Scott
Jill Severino
Kathy Shapell
John & Linda Sheehan
Paul & Karen Silva
Dinesh Singal
Dean Smith
Gerry Smith
John Smithers
Mark & Jill Steppe
Karen Stickle
Deborah, Carly, & Ryan Sutton
Marilyn Teske
Roger Tremayne
Terry Tripp
Tricia Tripp
Mary Ann Tucci
Katherine Turnbull
Scott Unger
Diane Viehauser
Terri Villanueva
Karie Wallace
Priscilla Wallack
Karin & Craig Westgate
Jerry Williams
Barbara Woltz
David Youngblood
Anthony & Robyn Zeller

$1K-$2,499 (continued) $1K-$2,499 (continued)$2,500-$4,999 (continued)
Bryan Tabery
Karen Whittle
Paul Wilner



Research: $2,745,747
Education and Services: $1,262,194
CRC-SCA Natural History Study & Genetic Testing
Programs: $809,201
Management and General: $803,917
Fundraising: $628,750

43.9%

20.2%

12.9%

12.9%

10.1%

ADVANCING TOWARD A
CURE
Every gift to NAF helps move Ataxia research and support services forward. Through
careful stewardship and strategic investment, we maximize the impact of every dollar
entrusted to us. The summary below shows how your generosity is helping accelerate
research, strengthen our community, and move us closer to better treatments—and
ultimately, a cure.

Support & Revenue

Expenses

Net Assets

Contributions: $11,093,572
Drug Development Collaborative: $897,000
Conference Income: $653,080
Other Income: $520,588

Change in Net Assets: $6,914,432
Net Assets, beginning: $4,307,152
Net Assets, ending: $11,221,584
Total Liabilities: $630,748
Total Assets: $11,852,332

Research

Education &
Services

Natural
History Study

& Genetic
Testing

Management &
General

Fundraising

HOW WE DELIVER ON 
OUR MISSION
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Lauren Moore, PhD
lauren@ataxia.org
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Lori Shogren
lori@ataxia.org

VP, Communications
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BOARD OF DIRECTORS

MEDICAL & RESEARCH ADVISORY BOARD

NAF's Medical and Research Advisory Board brings together leading experts in Ataxia
research and clinical care. Their knowledge and guidance help inform our research
priorities, educational programs, and strategic initiatives, ensuring our work is grounded
in the latest scientific and medical advances.

Chair of MRAB
Vikram Shakkottai, MD, PhD
University of Texas Southwestern

Research Director
Laura Ranum, PhD
University of Florida

Medical Director
Liana Rosenthal, MD, PhD
Johns Hopkins University

MRAB Members
Matthew Burns, MD, PhD
University of Florida

Khalaf Bushara, MD, MRCP
University of Minnesota

Beverly Davidson, PhD
Children’s Hospital of Philadelphia

Brent L. Fogel, MD, PhD
David Geffen School of Medicine

Christopher Gomez, MD, PhD
University of Chicago

Sheng Han Kuo, MD
Columbia University

Pravin Khemani, MD
Swedish Neuroscience Institute

Albert La Spada, MD, PhD
University of California

David Lynch, MD, PhD
University of Pennsylvania

Puneet Opal, MD, PhD
Northwestern University

Harry T. Orr, PhD
University of Minnesota

Gülin Öz, PhD
University of Minnesota

Henry Paulson, MD, PhD
University of Michigan

Susan Perlman, MD
UCLA Neurological Services

Stefan Pulst, MD
University of Utah

Jeremy Schmahmann, MD, FAAN,
FANA, FANPA
Harvard Medical School

Larry Schut, MD
Maple Lake, MN

George Wilmot, MD, PhD
Emory University

Robert B. Wilson, MD, PhD
University of Pennsylvania

NAF's Board of Directors provide strategic leadership and governance to help advance
our mission. Through thoughtful oversight, long-term planning, and responsible
stewardship of resources, the Board helps ensure NAF remains financially strong and
well-positioned to serve the Ataxia community.

Jim Keene
Vice President
David Brunnert

Treasurer
David Spotts

Secretary
Sandi Brettler, 
MSN, RN

Member at-large
Serena Hung, MD

Michael Cammer Jason Gale Mark Hazlin Dione Kobayashi, PhD

Hayley McLoughlin, PhD David Orbuch Bryce Suchomel

Nick Kozauer, MD

Directors

President

Bryan TaberyLinder Snider-Sidwell, MD
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THANK 
YOU

As we look back on another year of progress, we are grateful to everyone who
makes NAF's mission possible. To our donors, volunteers, healthcare
professionals, researchers, advocates, and members—thank you. Your generosity,
expertise, and commitment help advance research, expand support and
education programs, and bring hope to individuals and families affected by
Ataxia. Every contribution strengthens our community and moves us closer to a
future with better treatments and, ultimately, a cure. We look forward to
continuing this journey together in the year ahead.
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	LETTER FROM THE CEO
	Andrew Rosen
	Chief Executive Officer
	Accelerating Treatments. Improving Lives.


	SO WHAT IS THE PLAN?
	In 2025, NAF launched a new three-year Strategic Plan that will guide our work through 2028. Built around four strategic pillars, the plan provides a clear roadmap for accelerating treatments and a cure while improving the lives of people affected by Ataxia today.
	RESEARCH
	Driving Scientific Progress

	DEVELOPMENT
	Fueling Mission Through Philanthropy
	Empowering Ataxia Families

	SUPPORT
	ADVOCACY
	Championing the Patient Voice
	These priorities strengthen our ability to invest in research, expand support and education, advance advocacy, and grow the resources needed to create lasting impact for the Ataxia community.


	2025 AT A GLANCE
	$3.5
	$1.3
	674
	OUR MEMBERS

	20,751
	Members
	12,279
	5,642
	826
	621
	279

	IN THEIR OWN WORDS
	KAREN W
	COMMUNITY MEMBER
	As a child, in the 1960s-1970s, I can remember my paternal grandfather walking with a wide, somewhat unbalanced gait. He was born in 1896 in rural Michigan, and never diagnosed with a specific disorder. I just thought his problems were due to normal aging. My father, born in 1924, starting showing similar problems with balance and gait in his 50’s. It was not until the mid-1990’s that my father’s condition was identified as a specific disease: Spinocerebellar Ataxia. I was caregiver to my father, along with a brother, during his later years. It never once occurred to me that I would one day be diagnosed with this same condition.
	“It is good to connect with a community of patients with a similar diagnosis and have regular access to experts in the field, as well as be kept aware of new developments in treatment.”


	SUPPORT IMPACT
	The day was full of laughter, good conversation, and a reminder of how special it is to spend time together in person.
	Shannon Dunphy Lazo,  St. Louis Ataxia Support Group Leader

	THANK YOU TO OUR VOLUNTEER  SUPPORT GROUP LEADERS!
	Ataxia Support Group Canada
	Global Ataxia Support Group Leader
	Ataxia Resources and Discussion Group
	18-24 Years Old with Ataxia Support Group
	25-35 Years Old with Ataxia Support Group - The Dominoes
	35-55 Years Old with Ataxia Support Group
	55+ Years Old with Ataxia Support Group
	African Americans with Ataxia Support Group
	Spouses and Partners of Loved Ones with Ataxia Support Group
	Parents with Ataxia Support Group
	Spanish Speaking Ataxia Support Group
	U-MATTER, Unbroken - Military Members with Ataxia Talking Team Room
	Women with Ataxia International Support Group


	ADVOCACY
	2025 ADVOCACY ACHIEVEMENTS
	September 25th designated as National Ataxia Awareness Day
	99 congressional meetings to advocate for the Ataxia community
	80 House and Senate requests supporting continued inclusion of Hereditary Ataxia in the FY26 PRMRP/CDMRP
	Bill Nye was Back in the Lab with four impactful Friedreich's Ataxia awareness videos.

	HILL DAY - SEPTEMBER 17, 2025
	United Against Ataxia Hill Day connected advocates from across the country to Capitol Hill to share their stories and champion the needs of the Ataxia community. Together, participants met with members of Congress and their staff to advocate for policies that support research, improve access to care, and accelerate the development of new treatments.


	ANNUAL ATAXIA CONFERENCE (AAC)
	The presenters did a very good job going over the different assessments that Ataxians have to complete for be able to receive the different agencies services. There is hope that research continues to develop medications to help folks that already have had Ataxia symptoms for a number of years.
	-2025 AAC Attendee
	HIGHLIGHTS
	838
	Attendees

	223
	First Timers
	Countries

	128
	Virtual  Scholarships
	Travel Grants


	RESEARCH IMPACT
	ALEXANDRA PUTKA
	ATAXIA RESEARCHER
	Alexa hopes her research can provide new answers to patients on SCA3 pathology. She hopes her work may give patients more information on the biology of SCA3 and potential therapeutics being researched.



	Research Grants
	Impact By the Numbers
	$910,000

	Ideas into Research
	170 Letters of Intent
	50 Full Applications
	23 Funded Projects

	New in 2025 - Supporting Innovative MSA-C Research

	NATURAL HISTORY STUDY
	HIGHLIGHTS
	1298
	Enrolled Participants

	146
	297
	Baseline Visits
	Follow-Up Visits


	DRUG DEVELOPMENT COLLABORATIVE
	Thank you to our DDC members for your continued collaboration and investment in advancing research and improving the future for everyone affected by Ataxia.
	2025 HIGHLIGHTS
	191
	Genetic Tests

	199
	Pre-Test Counseling Sessions

	134
	Post-Test Counseling Sessions
	Free Genetic Counseling and Testing


	ATAXIA CLINICAL TRAINING
	HIGHLIGHTS
	Returning  Attendees
	Attendees
	What Attendees are Saying
	“Thanks for doing this - the mix of pharma, clinicians, and patients was superb. This is one of the best conferences that I have attended.”
	“I feel more comfortable recognizing ataxias and just better knowing about NAF as a resource to help when I have questions.”
	“Very educational and I plan to start an academic center ataxia clinic.”


	Ataxia
	Clinical
	Training
	Fellows


	NAF ATAXIA CENTERS OF EXCELLENCE
	HIGHLIGHTS
	U.S. Designations
	International Designations
	New Sites Added


	EDUCATION
	HIGHLIGHTS
	18,968
	Articles
	People  Reached
	Webinars/ AAC Sessions
	Webinar Topics Covered in 2025
	Daily Living
	Disease Education
	Clinical Trial Readiness
	Ask the Expert



	WALK N’ ROLL TO CURE ATAXIA
	HIGHLIGHTS
	2025 Walk Locations
	Atlanta
	Baton Rouge
	Central Ohio
	Dallas
	Denver
	Jacksonville
	Las Vegas
	Maryland
	Massachusetts
	Milwaukee
	Minnesota
	St. Louis
	Tampa Bay
	Texas DIY
	15 Walk N’Rolls
	1628 Donations
	$245K Raised
	Pittsburgh
	Treasure Coast

	THANK YOU TO OUR  WALK N’ ROLL  ORGANIZERS WHO VOLUNTEER THEIR TIME!

	PASSION FUNDRAISERS
	Across the country, passionate volunteers are turning their interests into meaningful support for the Ataxia community. From comedy shows and poker nights to tea parties and community barbecues, these fundraising events raise critical funds, increase awareness, and bring people together in support of NAF's mission. We are grateful for the creativity, generosity, and dedication of everyone who makes these events possible.
	HIGHLIGHTS
	2025 Events
	Artisans for Ataxia
	Krewe of Ataxia - Baton Rouge
	Bowl for a Cure - Wisconsin
	Pedal for Progress - Berkley
	Chuck & Duck - Western NY
	Pickleball Tournament - St. Louis
	Stand-Up for Ataxia - Minneapolis
	Cooking with Troy - Ontario
	Serving Up a Cure - Rhode Island
	Stand-Up for Ataxia - Philadelphia
	Florida 500 - Jackson
	Stand-Up for Ataxia - Atlanta


	HIGHLIGHTS
	21 Hikers
	$347K Raised
	In 2025, NAF's inaugural Xtreme Hike brought together 21 hikers to take on the challenge of crossing the Grand Canyon in support of the Ataxia community. After months of training, each participant committed to raising at least $10,000 before the hike, and together they surpassed their fundraising goal—raising more than $300,000 to support Ataxia research, education, and community programs. This remarkable achievement was made possible by the hikers, donors, and supporters who rallied behind the event every step of the way. We look forward to building on this success with future Xtreme Hikes.

	The Hikers
	Dana Mauro
	Mark Minkin
	Lauren Moore
	Jessica Oberlin
	Eddie O’Leary
	Pam Perault
	Randy Perault
	Andrew Rosen
	Matt Sefcovic
	Joel Sutherland
	Tanoa Thome
	Karin Westgate
	Craig Westgate
	David Brunnert
	Lisa Frei
	Joe Frei
	Cathy Gokie
	Jeff Gokie
	Mary Hogan
	Seth Johnson
	Peter Kurachek
	14 Events
	659 Donations
	$114K Raised


	XTREME HIKE 2026: GRAND CANYON

	FUNDRAISING IMPACT
	MARK MINKIN
	COMMUNITY MEMBER / XTREME HIKE PARTICIPANT
	“Ever since my wife was diagnosed with Ataxia 6 years ago, I have made it my mission to raise awareness about this terrible disease while also raising funds for research and education.”
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