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Patient Guide: Participating in Clinical 
Trials for Novel Treatments in Thyroid 

Eye Disease (TED) 

Introduction 
Miss Lee may discuss with you the option of Participating in Clinical Trials for Novel 
Treatments for your Thyroid Eye Disease (TED) 

This guide provides key information to help you make an informed decision and navigate the 

trial process confidently. 

What is a Clinical Trial? 
A clinical trial is a research study designed to evaluate new treatments, medications, or 

procedures. These trials aim to determine the safety, effectiveness, and potential side effects 

of new therapies before they become widely available. 

Why Participate in a TED Clinical Trial? 
●​ Access to cutting-edge treatments before they are widely available. 

●​ Contribute to medical research that may benefit future TED patients. 

●​ Receive specialized care from a team of experts. 

●​ Regular monitoring and comprehensive health assessments. 

Understanding the Phases of a Clinical Trial 
Phase 1: Small group testing to evaluate safety and dosage. 

Phase 2: Larger group testing to assess effectiveness and monitor side effects. 

Phase 3: Comparison of the new treatment with standard care in a larger population. 

Phase 4: Post-approval monitoring of long-term effects. 
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What to Expect as a Participant 

1. Informed Consent Process 

Before enrolling, you will receive a detailed explanation of the trial, including potential risks 

and benefits. You have the right to ask questions and withdraw at any time. 

2. Eligibility Assessment 

You may need to undergo medical tests and screenings to determine whether you qualify for 

the trial. 

3. Treatment and Monitoring 

●​ You may receive the investigational treatment or a placebo (in some trials). 

●​ Regular check-ups, blood tests, imaging, and other assessments will be conducted. 

●​ You may need to keep a journal of your symptoms and experiences. 

4. Potential Risks and Side Effects 

●​ Novel treatments may cause unexpected side effects. 

●​ Some treatments may not be as effective as existing options. 

●​ Participation may require more frequent hospital visits. 

5. Payment 

There is no payment involved. You do not pay to participate, and you are not paid for 

participating. However, your expenses eg for travel, food and sometimes accommodation if 

you need to stay overnight to participate will generally be covered by the Trial Sponsor.  
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Clinical Trial Availability and Recruitment 
●​ The timing of recruitment for clinical trials is variable, meaning availability to 

participate cannot always be controlled. 

●​ For some trials, if you give consent to allow your contact information to be passed 

onto the trial coordinator, our team will contact you when a potentially suitable trial 

becomes available. 

●​ You will then receive a Patient Information Sheet (PIS) from the trial coordinator. If you 

are interested, you should reply to indicate that you would like more information—this 

does not commit you to participating. 

●​ If you do not respond, we will not contact you further about this particular trial. 

Your Rights as a Participant 
●​ Voluntary Participation: You can withdraw at any time without affecting your standard 

care. 

●​ Confidentiality: Your medical information will be protected. 

●​ Access to Information: You will be informed about trial progress and any findings 

relevant to your health.  

●​ Compensation: Most TED trials reimburse travel expenses or provide compensation. 

How to Prepare for Participation 
●​ Discuss the trial with your doctor and loved ones. 

●​ Prepare a list of questions, such as: 

○​ What are the potential benefits and risks? 

○​ How will the trial impact my daily life? 

○​ Will I need to stop my current medications? 

○​ What happens if I develop side effects? 

●​ Keep an open line of communication with the research team. 

Your participation could make a difference in the future of 
TED treatment! 
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