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Dear NKCF Community,

Keratoconus care does not begin and end in the exam room. For many patients, it
involves long drives, time off work or school, careful planning, and a level of
coordination that most people never have to think about. It requires persistence—not
just in following treatment, but in navigating a system that is not always built for
timely diagnosis, easy access, or comprehensive support.

This reality should challenge all of us. It should challenge us to ask why so many
patients are still diagnosed late. Why access to specialty care can depend on
geography. Why coverage for medically necessary treatments is not always
consistent. And why the full impact of keratoconus—on daily life, work,
independence, and emotional wellbeing—is still not fully recognized. At NKCF, our
work is focused on changing that.

We are committed to advancing earlier detection, strengthening referral pathways,
expanding access to specialized care, and supporting research that improves
outcomes for patients at every stage. We are also committed to helping the clinical
community better understand that keratoconus is not just about vision—it is about
how people live. And this is where this community matters.

Progress does not happen in isolation. It happens when patients, caregivers,
clinicians, and partners come together to share experiences, raise awareness, and
support the work that still needs to be done. Whether that means sharing NKCF
resources, participating in conversations, or supporting initiatives like Giving Day,
every action contributes to building a stronger future for keratoconus care.

Yours in progress and partnership,

Amy Hellem, PhD, FAAO
Director, National Keratoconus Foundation

Save the Date

NKCF Giving Day

There are many ways to be part of the keratoconus community, but on Giving_Day (April
28), we come together in a powerful way. Whether you are a patient, a caregiver, a
clinician, or an industry partner, this is a day to stand behind a shared goal: expanding
access to care, advancing research, and strengthening support for everyone affected by
keratoconus.

This year, Giving_Day carries special momentum. A generous anonymous family has
committed a $20,000 challenge gift, which will be unlocked when we reach 40 gifts of any
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size. That means every act of participation—no
matter the amount—helps move the entire
community forward.

We know that not everyone is in a position to
give, and that is okay. Showing up for Giving
Day can take many forms. You can share the
message, start a conversation, encourage a
colleague, or simply take a moment to reflect on
how far this community has come—and where
we are going next. What matters most is
participation.

At NKCF, everything we do—education, advocacy, research, and connection—is made
possible by people who believe in this mission. Giving_Day is a chance to be part of that
collective effort.

We hope you will join us.

Read More

Clearly KC Podcast

CLEARLY KC Deidra Bonner, PhD(c), MSN, BSN,

_ _ RN, PHN
with Dr. Melissa Barnett

Episode 39: From Patient to Advocate: A Nurse Researcher’s Story
on Keratoconus

In this powerful and deeply personal episode of Clearly KC, Dr. Melissa Barnett speaks
with Deidra Bonner, PhD candidate, registered nurse, and keratoconus patient, about the
lived experience of KC and the broader dimensions of quality of life that often go
unrecognized in clinical care. Deidra shares her journey following her diagnosis in 2011,
describing a prolonged and challenging path. For several years, she navigated daily life
with significantly reduced vision—an experience that impacted not only her professional
responsibilities as a nurse but also her ability to engage fully in everyday moments,
including recognizing the faces of those closest to her.

A turning point came years later when she was successfully fit with scleral lenses. The
restoration of visual clarity was immediate and emotional, offering a sense of hope she
had not experienced since her diagnosis. At the same time, she candidly reflects on the
ongoing complexities of lens wear, reinforcing that even effective treatments do not fully
resolve the broader burden of disease.

This lived experience became the foundation for Deidra’s doctoral research, which focuses
on quality of life in keratoconus. She emphasizes that quality of life is not defined solely by
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visual acuity, but rather by a complex interplay of physical, emotional, social, and
functional factors. Patients may achieve strong visual outcomes in the clinic, yet still
struggle outside of it—highlighting the need for clinicians to consider the full context of a
patient’s life when evaluating treatment success.

. ( APPLE
Listen on (9 PODCASTS

When Care Is Far from Home:
Navigating Travel for Keratoconus
Treatment

For many people living with keratoconus,
getting the right care is not as simple as driving
across town. It may mean early mornings, long
drives, hotel stays, missed workdays,
rearranged schedules, and hours spent on the
road. It may mean asking for time off again. It
may mean relying on others for transportation.
It may mean planning your life around
appointments. Over time, that travel burden
can feel heavy.

Why specialized care sometimes requires travel

Keratoconus is a complex condition. Not every clinic has the equipment, experience, or
specialty training needed to diagnose, monitor, and treat it optimally. Advanced imaging,
specialty contact lens fitting, and surgical procedures are often concentrated in certain
centers. When your provider recommends care that requires travel, it is not because local
doctors are inadequate. It is because KC often benefits from focused expertise. It is
understandable to wish it were easier, but seeking specialized care is an investment in
your long-term vision. It is also a way to practice self-advocacy.

Read More
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