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Letter from the Chairman of the Board
January 22, 2017
Dear Colleagues and Friends,
After completing the first full year since the founding of the Light for Sight Foundation, it
brings me great pleasure to present a summary of the activities that this non-profit
organization has initiated to support its mission.
From supporting young investigators in Zurich to commencing clinical trials in Riyadh, the
Light for Sight Foundation is dedicated to the better understanding of keratoconus, the third
leading global cause of severe childhood visual impairment. Specifically, the investigators are
dedicated to finding ways to improve detection and later treatment of this debilitating
disease.
To ensure longevity and integrity, the foundation has relied on volunteers to support and
power the projects and activities. These volunteers have mainly been clinicians, researchers
and healthcare professionals who believe in supporting the overarching mission of the
foundation.
Given the foundation’s four main pillars (outreach, education, access to treatment and
research), the board members have agreed to streamline program efforts to demonstrate
success and maximize impact. The belief is that with these efforts the foundation will
become an authority regarding keratoconus and become more attractive for funding
sources.
Through generous donations like yours, I sincerely thank you for making it possible for Light
for Sight to have a successful first year.

With gratitude,
Farhad Hafezi, MD PhD
Chair of the Board of Directors
Light for Sight Foundation
Professor of Ophthalmology
University of Geneva, Switzerland
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Roski Eye Institute, Keck School of Medicine
University of Southern California
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Mission Statement and Goals
Mission Statement:

To eliminate preventable blindness among children and adolescents with keratoconus
The Light for Sight Foundation aims at achieving four goals:
(1) Outreaching to both high risk patient groups and treating clinicians
(2) Training/education and awareness of the disease and treatment methods
(3) Providing access to treatment for all children and adolescents with keratoconus and
(4) Conducting research to better understand keratoconus.
From 2015-2016, the entire management of all projects and administration is volunteerbased to ensure the longevity and success of the foundation and its mission.

Program
Between November 2015, the time of our foundation, and December 2016, the following
projects have commenced, and milestones achieved.

Outreach
Keratoconus is one of the leading causes of severe visual impairment in children and
adolescents. However, since keratoconus is currently classified as rare disease, most eye
care specialists know little to nothing about the disease namely its symptoms, diagnosis and
treatment methods. Early detection and treatment are essential in reducing the severity of
symptoms, so awareness is essential to combatting this disease.
Scientific literature indicates that certain groups may show a higher incidence rate than the
general population. One of these groups is the Down Syndrome population. Given the fact
that many of these individuals are deem low to non-compliant, the eye care specialists who
are conducting their vision screening tests may simply deem that the patient is “having a bad
day” if the results of are sub-optimal.
Originally, the Light for Sight Foundation was called “Project Light for Sight” and “Light for
Sight 21.” The concept was simple: outreach to the Down Syndrome population, which is a
high-risk patient group to encourage annual eye screening, especially for keratoconus.
In order to magnify the efforts, a kick-off meeting was planned to learn what clinical sites
would be interested in joining “Project Light for Sight”. This kick-off meeting took place at
the Keratoconous Experts’ Meeting held as a prequel to the main program of ESCRS
(European Society of Cataract and Refractive Surgeons) in Milano, Italy in 2012. The
Keratoconus Experts’ Meeting comprises of 40-60 global key opinion leaders representing
clinical, research, and industry. The response was simply overwhelming as all KOLs
requested to be immediately become partners to join the cause.
Now, the Light for Sight leadership believe that there are two fundamental ways to increase
the awareness about not only the disease but also the services that the foundation offers to
patients and healthcare professionals. These two ways include:
- Creating and building a clinical network of vision healthcare partners who are
qualified to diagnosis and later treat keratoconus patients
- Establishing partnerships with patient groups who consist of “high-risk” groups

Light for Sight Clinical Network
Due to the growing number of inquiries from patients and their families, the Light for Sight
Foundation created a systematic approach to recruiting, organizing and providing contact
information of clinical reference sites and partners for patients. Given the fact that patients
and their families (especially families of low to non-compliant children) would prefer not to
travel great distances for diagnosis and possibly treatment, the ultimate goal is to provide as
many qualified clinical reference sites and treating clinicians as possible.
The criteria were established to become a clinical partner. The goal was to keep the criteria
simple in order to be inclusive but not at the expense of the quality or experience of the
treating surgeon. The result was a total of three requirements:
• Have conducted 100 CXL (“Dresden Protocol”) procedures or have conducted CXL in
his/her clinical practice for a minimum of three (3) years
• Will comply with the Light for Sight Protocol, which entails that the clinical partner
has access to general anesthesia if the patient is deemed non-compliant
• Will waive at least his/her honorarium if he/she deems that the patient is unable to
afford the treatment
Therefore, at the end of 2016, the Light for Sight Foundation had a total of 25 qualified
clinical partners representing 20 countries that all comply with the “Light for Sight Protocol”
as demonstrated below. The compliance is in reference to the patient’s cooperation level.

Light for Sight Global Information Platform
In a digital world, access to information and international exposure is highly dependent on
the presence the foundation has on the Internet. Therefore, the board of directors
dedicated a relatively large amount of resources to the design and upkeep of the website.
From the content to the usability of the site, the website was one of the first projects that
was deemed necessary and a high priority.
The initial design and content were selected to target patients who were recently diagnosed
keratoconus in mind. The thought process was that the foundation would respond to their
needs and search trends. Based on the statistics acquired from website analytics tools like
Google Analytics, the website was adapted. The website evolved to provide an easy and
intuitive flow and display of information. This flow involved understanding what the causes
the disease, possible symptoms, treatment method options and where to (safely) seek
treatment.
An interesting finding was that the main traffic was driven by keywords found in search
engines. While the website was provided both in German and English, the main traffic was
based on English-speaking visitors seeking information about treatment. And, these visitors
were primarily from Switzerland and the United States.
The website is continually being improved and updated. More information can be found at:
https://www.lightforsight.org

Training & Education
There are three different types of educational activities that the Light for Sight Foundation
supports. These three types include:
• Ophthalmologist (and/or corneal specialist)
• (Referring) healthcare professional
• Patient/Family

Ophthalmologist Training: 10th Annual CXL Experts’ Meeting
December 1-2, 2016
Mövenpick Hotel – Zurich Airport
Switzerland
www.cxlexpertsmeeting.com
The flagship program that the Light for Sight Foundation supported in 2016 was the CXL
Experts’ Meeting held from December 2- 3, 2016 in Zurich, Switzerland. With over 180
attendees representing 30 countries, it is the largest international meeting solely dedicated
to cross-linking technology. The 2-day program provided an educational platform of leading
experts and corneal specialists to engage in lively discussions and debates about KC
management, research findings, and promising new applications and treatments. Also, to
support the work of young investigators, the scientific faculty presented a clinician with the
“Theo Seiler Award” for his promising work in the advance of the field of cross-linking.

Eye Care Professional Training: ELZA Educational Courses
One of the founders and clinical ambassador, Prof. Farhad Hafezi, launched a pilot project
dedicated to educating optometrists and opticians about keratoconus in Zurich, Switzerland.
These courses were in response to the feedback from this group of vision healthcare
professionals that little to no information is provided about keratoconus or its management
during their education and formation.
These eye care professionals are often the first line of care for suspected patients.
Therefore, early detection is essential if the professional knows what to look for in terms of
symptoms. Therefore, combining the lack of information with the patient need, Prof. Hafezi
organized a 2-hour program highlighting the disease, symptoms, at risk groups, means for
diagnosis and treatment options. Education and awareness are key elements for early
detection and intervention; so, the long-term goal of this workshop is to develop a referral
network of vision healthcare professionals who are able to detect and easily refer patients.
A major obstacle to acknowledge and overcome is the eye care professional’s fear of
“losing” the patient if the patient is referred to an ophthalmologist for diagnosis and
treatment. Hence, the delicate but crucial elements to balance were the patients’ needs
with the assurance that once the patient has been surgically treated, the patient will be
“returned” to the eye care professional. Trust and respect were key to balance these two
elements.
These pilot educational courses commenced what will be known as the “Light for Sight
Associates” referral program.
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Risikofaktoren, Symptome, Behandlungsmöglichkeiten
Praxisnahe Einführung für Optiker in das Thema “Keratokonus”
• Was ist Keratokonus, und wie wird er entdeckt?
• Risikofaktoren? Risikogruppen?
• Symptome und Zeichen des Keratokonus
• Behandlungsoptionen
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Patient/Family Education:
General questions about keratoconus (e.g. diagnosis, treatment, risk factors, etc.) were
collected from presentations and panel discussions at congresses, patient emails as well as
during consultations, and then prioritized based on frequency.
These FAQ (frequently asked questions) were answered by corneal specialists and
researchers and posted on the Light for Sight website. Although this section of the website
was intended for patients, healthcare professionals like general ophthalmologists and
corneal specialists use this educational platform to help explain the disease, symptoms and
treatment method to their patients.
Although the website’s exposure has not yet been maximized to reach its full potential,
beginning discussions about linking to large keratoconus groups (via Facebook, for example),
would increase the exposure and make the site more useful for people seeking accurate and
unbiased information about the disease.

Access to Treatment
Literature continually shows that some groups of people have a higher prevalence for
keratoconus than the general population. One of these groups include the Down Syndrome
population. The estimated rate of keratoconous among the Down Syndrome population is
reported as high as 1:67 compared to the general population (1:2000, Kennedy et al., 1986)
Despite the relatively low general awareness of keratoconus, detection and diagnosis of this
disease are even more difficult with cognitively-delayed individuals. In order to properly
diagnose a patient, there are a series of tests that require the patients’ feedback. If the
patient is unable to provide appropriate feedback, often times, the medical professional
rules the abnormal findings with the fact that the patient was being non-compliant or did
not understand what he/she needed to do.
So, instead of repeating the examinations or referring the patient for further tests, the
patient simply remains undiagnosed. In the worst case, the patient’s symptoms worsen as
the disease progressives.
Therefore, the Light for Sight Foundation strives to provide access to treatment to all
children and adolescents with keratoconus. The board and volunteers also believe that the
cost of the procedure should not prevent a child from being treated. Therefore, from the
start, one of the requirements of a clinician to affiliate themselves with the foundation is to
share the belief that all children with keratoconus will receive the necessary treatment.
Two ways to assure the goal of equal access are:
(1) All clinical partners must have the possibilities of administering general anesthesia
for low to non-compliant patients.
(2) If the treating clinician deems that the patient/patient’s family is unable to pay for
the costs related to the treatment, then the clinician must waive his/her honorarium.
If the family still is unable to pay for the materials, then the clinician would need to
contact

Tajikistan: 4 countries working together to save the sight of 1 boy
Compared to keratoconus, Down Syndrome is easily recognizable, and the cause of the
condition is known and relatively understood in westernized countries. However, in other
countries even today, Down Syndrome individuals are often ostracized, along with the family
that cares of them. The reason is simply a great misunderstanding about what makes these
individuals different than people in the general community.
The Light for Sight Foundation was contacted by the Down Syndrome International
Organization in the United Kingdom because of a request for medical help from a US Rhodes
scholar, who was in Tajikistan for humanitarian work. Specifically, this scholar was seeking
medical help for an adolescent boy with Down Syndrome. Unfortunately, in the town where
he and his mother lived, he was unable to be seen by an ophthalmologist for his
deteriorating eyesight. Even worse, this boy had no way of transportation from his home to
the hospital because the taxi drivers would not allow him to ride in his car in fear that his
“condition” would be contagious.
Understanding that combining a mentally challenged individual with a visually debilitating
disease would simply translate to a life sentence of dependency on either a parent or social
welfare, it is imperative to intervene as early as possible. So, given the resources that the
Light for Sight Foundation had, the goal was to find a quick and relatively easy solution for
this boy and his mother.
After searching for a corneal specialist with knowledge about keratoconus and crosslinking,
the efforts led to contacting the Iranian minister of health, who happens to be an
ophthalmologist and corneal specialist. Given the fact that the language spoken in Tajikistan
and Iran are quite similar, the communication between the Noor Hospital in Teheran and the
family was relatively easy. In the end, the boy and his mother were transported to Tehran
and his keratoconus was treated.
The outcome of the collaboration was that there is always a way to provide good quality
patient care. It is just a matter of finding the right people with the motivation to dedicate
the time and energy to making it happen.

Portugal: Special Olympic medal winner with keratoconus
Mannie Ng is from Lisbon, Portugal and is a world-class champion swimmer. Her
ophthalmologist detected keratoconus, but due to the fact that she had a very thin cornea,
Mannie was referred to Light for Sight Ambassador, Prof. Farhad Hafezi for consultation and
later treatment. Prof. Hafezi is one of the leading clinical specialists in treating children and
low-compliant individuals with keratoconus. He is also specialized in customized treatment
for individuals with extremely thin corneas.
Mannie also has Down Syndrome. Despite her condition that causes cognitive delay, she is
highly compliant and with the support from her family and Prof. Hafezi’s clinical team, she
was able to be treated without general anesthesia. The crosslinking treatment arrested
keratoconus progression. Now, under the primary care of her local ophthalmologist,
Mannie’s eye condition is stable and she continues to enjoy her swim training at the pool.
The outcome of this story is to utilize the clinical network for support, especially with
difficult cases. Additionally, sharing recent information and best practice models, especially
when dealing with high risk patient groups, is essential to provide optimal quality of care of
the patients that need it the most.

Research
Improved awareness, means to diagnosis, and access to treatment will help reduce the
deleterious effects this aggressive disease can have. However, the ultimate goal is to
understand the disease to a point where it can be prevented before the symptoms even
start.
Supporting research is essential to achieve the long-term goals and mission of the Light for
Sight foundation. However, quality, meaningful and high impact research takes time.
Research is expensive and raising funds to support the personnel needed to conduct the
studies is difficult. So, the Light for Sight Foundation, from the start, decided to invest time
and energy to identify collaborators who shared the same mission. This way, the
investigators would also invest their time and energy in collaborative research projects in
support of the mission.

Salus/King Saud University: PhD student
In early 2015, the Salus University (Elkins Park, Pennsylvania) contacted Prof. Farhad Hafezi
(Light for Sight Chairman and Co-Founder) to ask if he would be interested in serving as an
external advisor to a Saudi PhD student. This student is a registered optometrist interested
in obtaining her PhD on a topic relating to corneal research.
Despite the amount of time and energy needed to first structure the PhD’s thesis, research
and clinical study, Prof. Hafezi and Mrs. Hafezi (Light for Sight Co-Founder and later thesis
co-advisor) felt that this collaboration would enable a pilot prevalence study to commence
without the need to invest financial resources in personnel.
The PhD thesis was focused on achieving a statistically sound prevalence of keratoconus
among Saudi children and adolescents. The hypothesis was that the prevalence is significant
higher than the currently cited publications, mostly likely due to genetic disposition and
climate (dry and windy). The clinical trial will enroll around 600 subjected and is expected to
be completed in mid-2017.
In summary, by investing countless hours dedicated to managing a PhD student, we
managed to initiate an important clinical trial with little to no funding. The hope remains
that this study will be able to serve as the pilot study for a later global approach at achieving
a prevalence using modern diagnostic equipment.

