Doctor
Discussion
Guide
Talking With Your Doctor About Primary Periodic Paralysis: A Helpful Guide
Overview
Primary periodic paralysis causes symptoms of weakness that can affect many parts of your body. Your attacks
may vary in how severe they are and how long they last. Although attacks typically last 1-2 hours, they can go on
anywhere from 30 minutes to several hours, and infrequently for days.1,2 That’s why it’s helpful for your doctor to know
the details about the attacks you are experiencing.
Preparation Pointer: Keep track of attacks and how they affect you
•T
 his is important information to share with your doctor to help him or her better understand how your treatment
plan is working and make adjustments as needed
•B
 ecause primary periodic paralysis is a physically disabling condition, it can take a toll on your ability to
confidently participate in everyday activities.1 Only you know the impact this condition has on your life and the
kind of improvement that is important to you.
Preparation Pointer: Don’t hesitate to have open and honest conversations about how you are feeling
• It is important to take action as your own advocate. Talking about your emotions may be uncomfortable, but
your doctor needs to fully understand all aspects of your condition in order to best address what you need and
expect from treatment

Preparing for Your Doctor Visit
Begin by putting together a record of how you’ve been feeling since your last visit. Your doctor needs to understand
the details about your attacks, as well as how they are affecting you, your family, work or school, and other aspects of
your life. This information will help guide your doctor in providing the care that is right for you and your lifestyle.
Preparation Pointer: Keep a record of triggers, symptoms, and every day examples
• Be sure to include the number of attacks, how often they occurred, and how long they lasted, as well as all the
medicines including prescription, over-the-counter medicines and supplements you are taking and if you are
seeing any new doctors
• It’s also a good idea to include a broader overview of your health that provides a summary of your experience
over the past 3 to 6 months, including your medical history, and any other illnesses or medical conditions that
you are currently experiencing

Starting the Conversation
Begin your appointment by telling your doctor that you have kept a record about how you’ve been feeling that you
would like to review. The Daily Tracker Tool and 3-Month Diary have been created to enable you to capture this
information in order to help you have more proactive conversations with your doctor. You doctor will likely be very
interested to know more about your attacks and how they have affected you since your last visit.
Preparation Pointer: Be prepared to discuss detailed information
• The more specific details about how you felt, the better. This will help keep the conversation focused on what is
most important to you in managing your condition

If your symptoms are painful or restraining, it is important to let your healthcare provider know
that primary periodic paralysis disrupts your daily activities.

During the Conversation
Along with your disease symptoms, it’s important to discuss the impact of primary periodic paralysis on your life. Tell
your doctor about the ways in which your daily activities have been disrupted, and what you would like your disease
management plan to focus on so that your life is less dictated by your condition.
Preparation Pointer: If you’re not happy with your current management plan, now is the time to
talk about it.
• Ask your doctor if there are alternative treatment approaches you might try
• You should also consider asking him or her to keep you informed about any updates regarding primary periodic
paralysis treatment

Finishing the Conversation
Before you leave your doctor’s office, check the list of questions you prepared to make sure they all were answered.
Use the end of your appointment to collaborate with your doctor on a management and monitoring plan to follow
between today’s visit and your next appointment.
Preparation Pointer: Be sure to take notes so you can remember your discussion
• Make a note of any new information you talked about
• Ask your doctor if there are different measurements he or she would like you to monitor or track for your next visit
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