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Dear Friends of Nebraska Ataxia
2020 has been a year of change and challenges!
The pandemic impacted all of our lives to some
degree. Nebraska Ataxia, due to the support of our
committed and caring donors, found 2020 was a
year that allowed us to meet those challenges and
to continue our mission in creative ways we may
not have otherwise attempted.
Nebraska Ataxia hired its first paid part-time
executive director in December of 2019. In 2020
our work centered on expanding community
outreach, and increasing the number of grants
awarded to Nebraska and Iowa Ataxians.
Our March signature fundraising event, The
Engagement Party, was canceled only a few days
before it was scheduled due to Covid-19. The
entire event was put on hold with over 300+
attendees registered and excited to attend
the evening of food, fun, laughter, and most
importantly the opportunity to raise money to help
individuals and their caregivers.
Through the generous support and donations of
the committed attendees and corporate sponsors
we were able to reschedule to a virtual event in
July. The money raised will continue to assist those
dealing with a chronic, debilitating disease function
better by offering grants for needed services to
improve their quality of life.
The support groups were set up virtually, and due
to the expansion of our website and social media
platforms, individuals and their caregivers are now
able to receive more updated information about
current research and ways to improve their quality
of life as an Ataxian.
We are most grateful to our Board, Volunteers,
Donors, Sponsors, and Community for all their
commitment, time, and financial support. Without
their dedication, and generous support the work
of Nebraska Ataxia would not have seamlessly
happened this year.
Sincerely,
Judy, Dierkhising, Ph.D.
Nebraska Ataxia Executive Director
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GRANTS

We want to share with you a few of this year’s many stories where grants
have been awarded. Our generous and committed donors have made these
stories possible. Each grant recipient must meet the eligibility requirements
of an Ataxia diagnosis; their request must be recommended by a medical
professional; and the request is not reimbursed by any other payment source.
It’s so rewarding to receive a thank you note or call from one of the grant
recipients about how grateful they are to receive the equipment or service and
what a difference it has made to increase their quality of life.

ADA Ramp for Home: A young woman who
was progressing with her diagnosis was
struggling to walk into her home which had
only a couple of steps. She soon would not
be able to get into or out of her home on her
own. Since all resources had been explored
and exhausted, an ADA compliant ramp for
her home was requested. All options were
explored to find an experienced builder who could construct her ramp. She is now able
to come and go from her home with the correct mobility set up.
Wheelchair Upgrade: This young woman’s
symptoms began as a teenager. She was
officially diagnosed with Ataxia about 10
years ago. As her Ataxia has progressed
her mobility has been impacted to a
point where she requires a wheelchair
full-time due to the multiple falls she has
experienced. Her living arrangement does
not support a motorized wheelchair. To
allow her to be as mobile and independent
as possible, she requested assistance for an
upgrade to a lightweight wheelchair. A new
world has opened for this young woman
and she is so grateful to be more mobile
while safely maintaining her independence.
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Respite Care: As Ataxia progresses so too
does the need to have a full time caregiver.
Several years of caring for a person can be
an overwhelming responsibility, particularly during a year of covid. This couple requested
respite care, approximately nine hours per week, so that the spouse could leave the
home with his wife being safely cared for by a trained caregiver. He was then able to do
the things needed to cook and care for his wife, while having a little time for himself.
Weighted Vest: A young mother who is dealing with a major change
in her gait requested a weighted vest. She worked with a physical
therapist who fit her with a weighted vest. The custom vest, built
exclusively for her needs, improved both her steadiness and gait.
See additional stories at www.nebraskaataxia.org

ACCOMPLISHMENTS

Financial Assistance through Grants: Nebraska Ataxia provided financial
assistance for items and services that are not covered by health insurance,
such as mobility aids, physical and mental health therapies, respite care,
research and ADA-related home modifications. In 2020 the Nebraska Ataxia
Board approved $21,000 in grants.
Support Groups: Nebraska
Ataxia’s support group
meets on the third Saturday
of every other month. The
intent of the support group
is to provide a supportive
atmosphere where shared
experiences benefit all.
During each meeting an
outside expert provides
education on a topic of
interest to participants.
Ataxians and caregivers then divide into two groups and with the assistance
of a certified mental health therapist, discuss the issues and emotions at
the forefront of their day. Since participants have not been able to meet in
person, this year all meetings were held virtually, averaging about 25 people in
attendance per meeting.
Support Group Social Events: A chronic illness such as Ataxia can often
isolate individuals and their caregivers from socialization with others. The
opportunity to interact virtually during a pandemic has helped lessen the
isolation. The group met in person the first part of the year, then changed to
meet virtually every other 3rd Saturday of the month. These groups are also
well attended and when face to face interaction is opened up again, gatherings
will continue in person.

Outreach Expansion & Restructured Grant Application Process: This year
Nebraska Ataxia’s website expansion included more access to updated Ataxia
information, education, and research. All scheduled events and groups are listed
with instructions on how to access or join. More social media platforms are being
utilized to communicate information in a more timely manner, while website visitor
and social media user numbers have increased exponentially and continue to
grow. The grant application process was changed to make it more easily accessible
online, and the time needed to apply for a grant streamlined. All eligibility requirements are
listed on the website and should not take more than 10-15 minutes to complete.
Education for Patients, Families, Professionals & the Community: Educational
packets were developed and delivered to a number of medical offices. The informational
packet was developed with the newly diagnosed individual and their support person
in mind. In coordination with the National Ataxia Foundation, a range of information
about Ataxia was provided along with information about Nebraska Ataxia and the free
programs and services we provide.
Implementation of a Donor Management System: This year the exploration, review,
and purchase of a nonprofit donor management system was completed. The system is
both comprehensive and economical for the size and scope of our organization. It allows
all aspects of donor recruitment, recognition, retention, donations and documentation
to be included into one system, as well as, reports, letters, and campaign tracking. This
will cut down on time needed to appropriately manage all aspects of a successful donor
stewardship.

FINANCIALS
INCOME
Total $106,604

EXPENSES
Total $106,604

• Events 59%
• Corporate Sponsors 19%
• Grant 11%
• Individual Contributions 9%
• Operational Reserves 2%

• General Operations
(staff & operations) 60%
• Programs & Services 20%
• Fundraising 20%
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What is Ataxia
Ataxia is a rare, neurological disease that affects
as many as 150,000 people in the United States
and it affects both children and adults (about 2,300
individuals in our service area of Nebraska and Iowa).
It’s a progressive disease that impacts a person’s ability
to walk, talk, and use fine motor skills. This is due to
degeneration in the cerebellum, the part of the brain
that controls coordination and movement. It can be
fatal. There is no cure at this time. Since Ataxia causes
a change in gait individuals can appear drunk, since
slurred speech and stumbling are symptoms.
Nebraska Ataxia was established in 2016 and is a nonprofit 501(c)(3) organization whose
programs and partnerships focus on improving the quality of life for those diagnosed
with Ataxia in the Nebraska and Iowa service area. The mission of Nebraska Ataxia is to
help those affected by Ataxia stay engaged in their communities through education and
awareness, funding for medical therapies and equipment not covered by insurance or
other funding sources, support for caregivers, mobility access, ADA home modifications,
and research to find a cure.

Contact Information
Website:		
Email: 		
Phone: 		
Address:

nebraskaataxia.org
info@nebraskaataxia.org
402.979.6331
PO Box 24214
Omaha, NE 68124-0214

