INFORMATION SHEET FOR REGISTRY PARTICIPANTS

Hello, thank you for taking your time to learn about the Thyroid Eye Disease Registry.

This sheet is being provided to you to give you the information and invite you to be the part of
this registry and subsequent research. You do not have to decide today whether or not you will
participate in the registry. Before you decide, you can talk to anyone you feel comfortable with
about the registry. There may be some terms that you do not understand. Please ask your
treating ophthalmologist or oculoplastic surgeon as you go through the information. If you have
guestions later, you can ask them to the study doctor or the staff.

A. Title of the registry:
Nepal Thyroid Eye Disease Registry

B. What is the Nepal Thyroid Eye Disease Registry?
The Nepalese Society for Oculoplastic Surgeons (NESOS) has launched the Nepalese
Thyroid Eye Disease Registry to collect information about thyroid eye disease (TED) in
Nepal. TED is a condition that affects the eyes, usually in people with an overactive thyroid
gland. The registry will help doctors and researchers understand the condition better and
develop better treatments for patients.

C. Who are the Investigators?
NESOS in association with Nepal Health Research Council (NHRC) are the researchers.
NESOS is the only society of the orbital and oculofacial plastic surgeons of Nepal with 43
active members. Oculoplastic surgeons treat the conditions related to the eyelids, tear
drainage pathway, bony orbit and orbital contents pathologies, ophthalmic tumors and
oculofacial aesthetics.

D. Why is the registry important?
The Registry is important because it will help doctors and researchers understand the
prevalence, natural course, and management of TED in Nepal. The registry will also help
to identify the factors that may increase the risk of developing TED, such as genetics or
environmental factors. This information can help doctors provide better care to patients
with TED and develop new treatments for the condition.

E. How is the registry being conducted?
Patients with TED who visit participating hospitals and clinics will be invited to join the
registry. Patients will be asked to provide information about their medical history,



symptoms, and treatment. Patients will also undergo a physical examination, including
eye measurements and photographs. The information collected will be stored securely
and will only be accessible to authorized personnel involved in the registry.

How will the information be used?

The information collected through the registry will be used to improve the care and
treatment of patients with TED in Nepal. Researchers will use the data to study the
disease, identify risk factors, and develop new treatments. The registry will also help
doctors to monitor the progress of their patients over time and adjust their treatment
plans accordingly. All information will be kept confidential and will only be used for
research purposes.

. Who can participate in the registry?

Patients with TED who visit participating hospitals and clinics in Nepal can participate in
the registry. Participation in the Nepal Thyroid Eye Disease Registry is completely
voluntary, and you may choose to withdraw your consent at any time without any
negative consequences. You are also free to refuse to answer any questions that you do
not wish to answer. Patients who agree to participate will be asked to provide written
consent and will be informed about the nature and purpose of the registry.

. What are the risks and benefits of participating in the registry?

Participation in the registry involves no known risks or harms to the participants. The

benefits of participating in the registry include:

e Helping doctors and researchers understand the prevalence, natural course, and
management of thyroid eye disease in Nepal.

e Contributing to the development of better treatments for TED.

e Receiving regular follow-up visits for your TED.

Are there any additional costs to the patients?
No. As the study is an observational study i.e., it just records the demographic and clinical
data of the patient, there is no additional costs to the patient.

What about the confidentiality?
All personal information collected during the registry will be kept strictly confidential and
will not be shared with anyone outside the research team. Your name and other
identifying information will not be published or disclosed to anyone without your
permission. All data will be stored in a secure database accessible only to authorized
personnel involved in the study.

Contact person:
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