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Preparing for Your Appointment: Questions to Consider
___________________________________________________________________________________
The following questions are provided as a guide to help you prepare for conversations with your healthcare team. Because appointment time is often limited, consider focusing on the questions most relevant to your individual situation, symptoms, treatment, and care plan to help make the most of your visit.
Understanding the Disease
· What areas of my body are affected by ECD? 
· How active or advanced is my disease currently? 
· What symptoms should I monitor closely? 
· What complications should I be aware of? 
· How often should I have scans or follow-up testing? 
Treatment Questions
· What treatment options are available for me? 
· Why do you recommend this treatment? 
· What are the goals of treatment? 
· What side effects should I expect? 
· How will we know if the treatment is working? 
· What happens if this treatment stops working? 
· Are there any clinical trials I should consider? 
Testing & Monitoring
· What blood work or imaging will I need regularly? 
· What mutations or biomarkers do I have (such as BRAF)? 
· How often should monitoring scans be done? 
· What symptoms would require immediate medical attention? 
Medications & Side Effects
· How can I best manage side effects? 
· Are there interactions with my other medications or supplements? 
· What should I do if I miss a dose? 
· Are there symptoms that mean I should call your office right away? 
Daily Life & Wellness
· Are there activities or exercise restrictions? 
· What can help with fatigue or pain management? 
· Are there dietary recommendations? 
· Is travel safe while on treatment? 
· How can I support my mental and emotional health during treatment? 
Specialists & Care Coordination
· Should I see other specialists (cardiology, neurology, endocrinology, nephrology, etc.)? 
· Who should coordinate my overall care? 
· Are there ECD specialists or care centers you recommend? 
Prognosis & Long-Term Planning
· What is the long-term outlook for my condition? 
· What signs indicate improvement or progression? 
· What should I expect over the next year? 
· How might this disease impact my quality of life? 
Support & Resources
· Are there patient support groups or advocacy organizations you recommend? 
· Are there educational resources for my family and caregivers? 
· Are there support resources available for my family and/or caregivers?
· Are there financial support resources available to me?  For treatments?  For travel?  Other?
· How can I stay informed about new treatments or research? 
Helpful Tips for Appointments
· Bring a written list of symptoms and questions. 
· Keep a notebook or use your phone to take notes. 
· Consider bringing a family member or friend for support. 
· Ask for copies of test results and scan reports. 
· Don’t hesitate to ask for clarification if something is unclear.
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