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Dear NKCF Community,

As spring arrives, many of us find ourselves thinking about new beginnings. At the
National Keratoconus Foundation, this season feels especially meaningful. Over the
past year, NKCF has been working on something that we believe will help shape the
future of keratoconus care: one of the most comprehensive research initiatives ever
focused on the lived experience of people with keratoconus.

Through the NKCF community, more than 1,000 individuals living with keratoconus
have already shared their stories, challenges, and insights. Your voices are helping
us build a clearer understanding of what it truly means to navigate this condition.
From this effort, NKCF is developing a portfolio of research papers examining
different dimensions of the keratoconus journey. These reports explore issues that
patients have been asking for years about diagnostic and treatment delays, quality
of life challenges, financial and access barriers, communication with healthcare
providers, and the ways families and caregivers experience the condition alongside
their loved ones.

Together, this work will help us communicate the real-world burden of keratoconus
and develop a public health position paper on keratoconus—something that has
never been done before at this scale. Our goal is to translate patient experiences
into clear recommendations that can guide clinicians, researchers, policymakers,
and advocacy organizations toward earlier diagnosis, improved care pathways, and
stronger support systems for people living with keratoconus.

None of this progress would be possible without the incredible generosity of the
NKCF community. Patients who shared their stories, caregivers who encouraged
participation, and clinicians who support our mission are all helping move the field
forward.

As we move into this next phase of the research, NKCF is actively seeking
philanthropic support to help complete these studies and bring the findings to the
broader eye care community. If you are in a position to support this work—or know a
foundation, company, or donor who may be interested in advancing keratoconus
research—we would be deeply grateful for your help.

Of course, there are many ways to support the NKCF mission beyond financial
contributions. Sharing this newsletter, encouraging others to learn about
keratoconus, and continuing to participate in NKCF research efforts are all powerful
ways to strengthen our network.

Thank you, as always, for being part of this community.

Yours in progress and partnership,

Amy Hellem, PhD, FAAO


https://nkcf.org/donations/

Director, National Keratoconus Foundation

Research Update

The Importance of Early Detection

A recent study published in Journal of
Cataract & Refractive Surgery looked at how
detecting keratoconus early in its course
might help protect vision and maintain quality
of life for people living with the condition.

The study showed that:

e Keratoconus can be present even
when a person’s vision still seems
“normal” or only slightly affected.

e Detecting keratoconus early allowed
doctors to start treatments such
as corneal collagen cross-linking (CXL) — a therapy known to slow or halt
progression — sooner.

e Early detection may reduce the risk that a person’s vision will decline
significantly over time.

Read More

Timely Reminders

Allergy Season and Keratoconus

For many people, spring and summer bring
itchy eyes, sneezing, and seasonal allergies.
But for individuals living with keratoconus (KC),
allergy season can present an additional
challenge: the strong urge to rub the eyes. The
instinct may seem harmless in the moment, but
growing research suggests that frequent eye
rubbing—especially when combined with
allergies—may increase the risk of developing
or worsening keratoconus. Understanding this
connection can help patients and caregivers
take steps to protect the cornea during allergy season.

Read More

Patient Empowerment


https://pmc.ncbi.nlm.nih.gov/articles/PMC12843442/
https://nkcf.org/the-importance-of-early-detection/
https://nkcf.org/allergy-season-and-keratoconus/

Building Your Support Team

Living with keratoconus (KC) is not
something most people are prepared for. It
often arrives unexpectedly and brings with it
new appointments, new terminology, new
routines, and new decisions. Over time,
many people discover that managing KC is
easier when they are not doing it alone. That
is where a personal support team comes in.

Read More
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