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Dear NKCF Community,

Living with keratoconus is not just about managing vision. It is about learning to
navigate uncertainty, adapting to change, and finding your footing again and again
over time—often in ways that require more strength than others may realize.

Many people living with KC have shared that they sometimes leave appointments
feeling unsure, wondering whether they asked the right questions, or wishing they
had spoken up about something that mattered to them. Others describe feeling
overwhelmed, frustrated, or simply tired of having to think so much about their eyes.
These experiences are common, and they are not a reflection of weakness or
failure. They are part of what it means to live with a chronic condition that requires
ongoing attention and care.

At the National Keratoconus Foundation, we hear these stories every day. From
newly diagnosed teenagers to adults who have been navigating KC for decades,
one message comes through clearly: people want to feel informed, confident, and
supported, yet many are learning as they go. That is why we are proud to introduce
the KC Patient Empowerment Series.

This new series is designed to offer practical guidance, encouragement, and
reassurance. It is not about turning patients into medical experts. It is about helping
you feel more prepared for conversations, more confident in decisions, and more
connected to your own care.

We are beginning this series with a focus on how to speak up at your eye
appointments, even when you are not sure what to ask. Too many people go home
with lingering questions or quiet worries, assuming that if something were important,
it would have been explained. In reality, appointments move quickly, emotions can
run high, and it is easy to forget what you meant to say.

Our goal at NKCF is to walk alongside you and help improve the patient experience.

We are here to listen, to advocate, to share reliable information, and to work behind
the scenes to strengthen systems of care and support for this community.

Yours in progress and partnership,

Amy Hellem, PhD, FAAO
Director, National Keratoconus Foundation
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New Study Explores a Possible Link
Between Autism and Keratoconus

A recent study suggests that people with
autism may be more likely than the general
population to be diagnosed with

keratoconus. The research was published in
the peer-reviewed journal Journal of Cataract
& Refractive Surgery and adds to growing
efforts to better understand eye health in
individuals with developmental and
neurological differences.

Read More

Clearly KC Podcast

The Ocular Surface Equation:

Strategies for Dry Eye and KC

In this lively and insightful episode

of Clearly KC, host

Dr. Melissa Barnett speaks with Dr. Tracy
Doll—Director of Ocular Surface Care
Services at Sunset Eye Clinic in Oregon—
about the intersection of dry eye disease
and keratoconus.

CLEARLY KC

with Dr. Melissa Barnett

Dr. Doll shares her background in academic
and clinical settings, where her passion for
treating dry eye led to the development of a
dedicated ocular surface specialty service. She outlines her clinical framework—
Clean, Calm, Protect—and applies it to the unique needs

of individuals with keratoconus, who often face challenges like incomplete lid seal,
goblet cell deficiency, reduced corneal sensitivity, and heavy contact lens use.

The conversation dives into practical strategies for managing ocular surface
inflammation, from in-office treatments like intense pulsed light (IPL) and
pharmaceutical interventions for Demodex blepharitis, to lifestyle and cosmetic
counseling. Dr. Doll even shares the story of helping a young woman break her
dependency on false lashes by showing her the damage—up close.

Throughout the episode, Dr. Doll emphasizes individualized care, the need for clear
communication, and the importance of early, aggressive treatment to protect the tear
film—especially in individuals with keratoconus wearing scleral lenses.

Listeners will walk away with practical, evidence-based insights into identifying
triggers, maintaining healthy lids, optimizing comfort, and managing the chronic
nature of dry eye disease. Dr. Doll's message is clear: with the right support, patients
can feel better, see better, and live more comfortably every day.
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How to Speak Up at Your Eye
Appointments (Even When You
Don’t Know What to Ask)

Many people leave an eye appointment
feeling relieved—until the car ride home.
That's when the questions show up.

Wait... did | explain my symptoms clearly?
What did that scan actually show?

Is this getting worse?

What happens next?

« Should | have asked about other options?

This pattern is common, and it's not a sign that anything went “wrong.” Eye
appointments move fast. Tests happen quickly. New terms get introduced. When the
condition is unfamiliar—or when vision changes feel scary—it can be hard to know
what’'s important in the moment. The good news: a few simple habits can help you
get more clarity, remember more, and leave with fewer “I should have asked...”
thoughts.
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