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MS AFTER DIAGNOSIS
A NURSE'S GUIDE
MS Treatment Prep Kit
        
A checklist and question guide for walking into treatment conversations informed, not outnumbered.
Erin Dowd BSN, RN NC-BC
@EDoRNwithMS

How to Use This Kit
Treatment discussions move fast, use a lot of unfamiliar language, and often happen in appointments that are shorter than the decision deserves. This kit exists to shift some of that work earlier — so you're not trying to think of the right question in the room, under fluorescent lights, with fifteen minutes on the clock.
Use the checklist before your appointment, bring the questions that actually apply to you (not all of them will), and fill out the priorities worksheet on your own time, honestly — there's no wrong answer on it.
	NURSE'S NOTE
You are allowed to bring notes into the room, read questions off a page, and ask your care team to slow down or repeat something in plainer language. None of that is a burden to a good clinician — it's what a prepared patient looks like and a good provider appreciates.




Before-Your-Appointment Checklist
Work through this in the days leading up to a treatment discussion — not all at once, and not the morning of if you can help it.
Gather
1. Your symptom tracker or recent symptom notes, even informal ones
1. A current list of all medications and supplements you're taking
1. Your insurance card and a note of your specialist/prescription coverage tier if known
1. Recent MRI or lab results, if you have copies or portal access
1. Any side effects or reactions you've had to medications in the past
Decide
1. Whether you want to bring someone with you to listen, take notes, or ask follow-up questions
1. Whether you'll take notes by hand, on your phone, or ask if you can record the conversation (check your clinic's policy first)
1. Your top 2–3 questions, in case time runs short and you only get through a few
Reflect
1. What matters most to you in a treatment — see the priorities worksheet later in this kit
1. Any life plans in the next 1–2 years (family planning, travel, job changes) that could affect timing
1. Whether you want a second opinion regardless of what's discussed, and what would prompt you to seek one


Know the Language Going In
You don't need to become fluent in MS pharmacology before this appointment. Knowing these few terms just means the conversation starts on more even footing.
A few terms worth knowing
1. Disease-modifying therapy (DMT): medication aimed at reducing future relapses and new MRI lesion activity — it does not reverse existing damage or treat symptoms directly.
1. Route of administration: how a medication is taken — oral (pill), self-injection, or infusion (administered at a clinic, on a recurring schedule).
1. Efficacy tier: DMTs are often informally grouped by how strongly they reduce relapse activity in trials, which is one factor — not the only one — in choosing between them.
1. Escalation vs. early high-efficacy approach: two legitimate treatment philosophies — starting conservatively and stepping up if needed, versus starting with a stronger option early. Which fits you is worth discussing directly, not assuming.
1. Monitoring: the schedule of MRIs, bloodwork, or check-ins used to track how well a treatment is working and catch side effects early.
	NURSE'S NOTE
A lot of neurologists lean toward an aggressive, high-efficacy treatment. If your neurologist recommends one approach, it's reasonable to ask what made them lean that way for your specific situation — that's a real question, not a challenge to their judgment.




Questions to Ask Your Care Team
Bring the ones relevant to where you are — you won't need all of these in one appointment.
  About My Diagnosis & Disease Course  
1. What subtype of MS do I have, and how confident is that classification right now?
1. What did my most recent MRI show, and what will we compare future scans against?
1. What signs would suggest my disease course is changing?
  About Treatment Options  
1. What treatments are you considering for me, and why these specifically?
1. What would starting with a more conservative option look like versus starting stronger now?
1. How will we know if this treatment is working?
1. What happens if this treatment doesn't work, or I can't tolerate it?
  About Side Effects & Monitoring  
1. What are the most common side effects, and which ones should prompt an immediate call?
1. What monitoring — bloodwork, MRIs, check-ins — will this treatment require, and how often?
1. Are there any activities, medications, or vaccines I should avoid or plan around with this treatment?
  About Logistics, Cost & Access  
1. What will this cost with my insurance, and is there a patient assistance program if needed?
1. If this requires infusions or injections, what does the actual process and schedule look like?
1. Who do I contact between appointments with questions or side effects?
  About Lifestyle & Long-Term Outlook  
1. Does this treatment affect plans around pregnancy, breastfeeding, or family planning?
1. Is there anything about my daily routine, work, or travel this treatment would change?
1. How often will we revisit whether this is still the right treatment for me?


My Priorities Worksheet
There's no universally "right" treatment — only the one that fits your medical situation and your actual life. Marking your honest priorities here, before the appointment, makes it much easier to advocate for yourself in the room.
	Factor
	Not important
	Somewhat important
	Very important
	Notes

	How the medication is taken (pill, injection, infusion)
	☐
	☐
	☐
	

	How often treatment requires a clinic or infusion visit
	☐
	☐
	☐
	

	Known side-effect profile / risk tolerance
	☐
	☐
	☐
	

	Impact on family planning or pregnancy timeline
	☐
	☐
	☐
	

	Cost / insurance coverage
	☐
	☐
	☐
	

	How closely disease activity will be monitored
	☐
	☐
	☐
	

	Flexibility to switch therapies later if needed
	☐
	☐
	☐
	



	NURSE'S NOTE
If cost, needle aversion, or family planning timing feels like a small or embarrassing thing to bring up next to "the medical stuff," it isn't. These are exactly the factors that determine whether you can actually stick with a treatment long-term — which makes them medical, too.




Between Appointments: When to Call
Not everything needs to wait for your next scheduled visit. As a general guide:
1. New or worsening neurological symptoms lasting more than 24 hours — this may be a relapse and is worth reporting.
1. Side effects that are severe, unexpected, or getting worse rather than settling in the first few weeks.
1. Signs of infection (especially on immune-modulating therapies): fever, chills, or an illness that isn't improving.
1. Any reaction at an injection or infusion site that seems more than mild and expected. (Redness or swelling that doesn’t go away)
1. A gut feeling that something is wrong. You know your body better than anyone reading a chart.
	NURSE'S NOTE
Keep your care team's after-hours or nurse line number somewhere you'll actually find it at 9pm, not just in a folder from your first visit. Save it in your phone.
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