REBELLION

YOU BELONG IN THE CONVERSATION

YOUR SEAT AT THE TABLE

Your Appointment. Your Body. Your Questions.

You've just explored a lot of information.
Some of it may have confirmed things you already knew.
Some of it may have introduced ideas you've never considered.

“I've been reading about

the relationship between
Epstein-Barr virus and MS, along

with research into
neuroplasticity, stress, and

the nervous system. | understand
that some findings are supported
by strong research, while others

And chances are, you've got questions.
Good. Questions are where better conversations begin.

Your neurologist brings medical training, clinical experience,
and knowledge of your disease. You bring something equally
important to the conversation: firsthand experience of living

in your body. are still being studied or haven't
yet been supported by enough
You both have something to contribute. evidence. I'd love your

perspective on what we know,
what we're still learning, and
whether any of it could be
relevant to my care.”

This guide is designed to help you organize your thoughts,
explore the research with your neurologist, and participate
more confidently in decisions about your care.

You don't need to understand every scientific
detail before asking a question.

And you don't have to agree on everything
to have a productive conversation.

This is your seat at the table. Take it.
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MAKE IT YOUR CONVERSATION

WHAT CAUGHT MY ATTENTION?

Think back to what you read in the e-book.

Woas there a study, an idea, or an explanation that made you curious? Something that
challenged an assumption? Something that made you wonder whether there was more
to explore?

Write it down.
You don't have to know whether it's right or wrong. That's part of what you can

discuss with your neurologist.

IDEAS, OBSERVATIONS, OR PASSAGES | WANT TO DISCUSS:

MY TOP THREE QUESTIONS

You don't need to cover everything in one appointment. Choose the three questions
that matter most to you right now.

1.




UNDERSTANDING
THE RESEARCH

Not everything you read about MS carries the same weight. Some discoveries have
years of solid research behind them. Others are promising but still being studied.
And some are ideas that haven't yet been supported by enough scientific evidence.

That doesn’t mean you have to stop being curious. It means learning which
questions to ask and how to make sense of the answers.

What does current research tell us about the relationship between
Epstein-Barr virus and multiple sclerosis?

Does what we're learning about EBV change anything about how MS is
currently treated or monitored?

Are researchers investigating treatments or prevention strategies related
to EBV that could eventually affect MS care?

How do you distinguish between promising research findings and
discoveries that are ready to influence clinical treatment?

Are there particular research developments you think people living with
MS should be paying attention to?
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THE BRAIN'S ABILITY TO ADAPT

Let's talk about neuroplasticity. _ e .

Your brain isn't static. Throughout life, it can change and reorganize y . N
in response to experiences, learning, and rehabilitation. /

This ability is called neuroplasticity. | | F

So what does that mean when you're living with MS? Researchers are H“n.._q__’_ _
exploring how the brain can adapt to changes caused by MS and how \ -1 ~~
things like physical therapy, exercise, and cognitive rehabilitation may
help you maintain or improve certain abilities. " ¢ \ \:'

\ AW
Neuroplasticity doesn't mean MS damage can always be e - ; ot \ ) y -
reversed. But it does raise valuable questions about what we o B &t \ .
can actively do to support function and quality of life. . W | |

QUESTIONS WORTH ASKING:

What role does neuroplasticity play in MS, and are there evidence-based ways | can

«  support that process?

7 Could physical therapy, cognitive rehabilitation, or structured exercise help me

maintain or improve function?

8 If my MRI is stable but I'm still experiencing fatigue, cognitive changes, or

other symptoms, what else should we investigate?

What role can stress management, sleep, and lifestyle habits play alongside my
9° medical treatment?

10 Are there rehabilitation specialists or programs you would recommend based on my

individual needs?

SOMETHING I'D LIKE TO EXPLORE:

04



MORE THAN AN MRI

Your MRI, neurological examinations, and other clinical measurements provide important

information. But they don't always capture everything about your everyday experience.

Fatigue. Brain fog. Sleep. Confidence. Relationships. The activities you've stopped doing
or the things you're afraid to try.

Those experiences are just as important to talk about.

What are we measuring to determine whether my treatment is working,
beyond relapses and MRI changes?

What other conditions or factors could be contributing to symptoms
we've been attributing to MS?

What symptoms should | track between appointments, and when should |
contact you?

What options do we have for improving my everyday quality of life, not just
monitoring disease activity?

How can | participate more actively in decisions about my treatment and care?

What am | not asking you that you wish more of your patients would?



WHAT WE DISCUSSED / MY NEXT STEPS

NOTES:

BEFORE YOU GO

You don't have to become a medical expert to be an active participant in your care.
You can be curious without having all the answers.

You can respect your neurologist's expertise while bringing your own
experiences, priorities, and questions into the conversation.

And you can ask for clarification whenever something doesn't make sense.

Remember, your neurologist is there to help YOU. You deserve to feel heard,
respected, and comfortable asking questions. If that isn't happening, it's okay
to speak up, discuss your concerns, or explore whether another neurologist
might be a better fit.
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