
A GUIDE TO TALKING 
ABOUT NMOSD

       Preparing for the Conversation

· Think about the most important things you want to share. Write down or record on your phone each 
  of these points to help you remember what you want to discuss.

· Prepare responses to common questions you may be asked, such as those about your symptoms, 
  diagnosis or life with NMOSD.

Use the space below to note any key points you want to discuss or your prepared answers.

DeMonica, who lives with NMOSD, and her daughter

Don't isolate yourself. 
Be okay to not be okay, 
and to say, ‘I need help.’” 

–DeMonica, who lives 
  with NMOSD

Talking about neuromyelitis optica spectrum disorder (NMOSD) and its impact on your daily life can 
feel overwhelming. However, having people who understand and support you can go a long way. 
This guide offers tips and suggestions that may help you navigate these conversations and build 
stronger connections with those around you.



Managing Attacks 
If you have new or worsening 
symptoms, speak with your doctor. 
When you're open about your 
challenges and how NMOSD 
impacts your daily life, it gives your 
doctor a better understanding of 
how they can help.

Download the 
Doctor Discussion Guide.

       Continuing the Conversation and Following Up

· Continue speaking openly about your NMOSD and encourage others to keep the conversation going.

· Let them know about any additional needs or concerns where their support would be helpful.

Listen to their questions:
· Let them know how much you appreciate the conversation and leave space for any questions.

· Share NMOSD resources, including support groups for caregivers and loved ones, blogs and websites 
  like the Guthy-Jackson Charitable Foundation, The Sumaira Foundation and the Siegel Rare
  Neuroimmune Association (SRNA).

       Having the Conversation

Keep it simple:
· Explain NMOSD in a clear way using language that's easy 
  to understand.

· Consider sharing that NMOSD affects everyone differently. 
  Some symptoms, like pain or fatigue, may be invisible and 
  harder to explain while others may experience an attack 
  that causes permanent damage or disability.

Make it personal:
· Try to use specific examples of NMOSD’s impact on your 
  life. For instance, you could explain how it has caused you 
  to miss out on activities or fulfill responsibilities, saying things 
  like: “I had to miss work when my symptoms were severe,” 
  or “NMOSD can sometimes impact my ability to drive.”

· Express the type of support you need, whether it's emotional 
  encouragement, adjustments at home/work or ways to stay 
  included in social activities.

Example of How to Explain NMOSD
"NMOSD is a rare autoimmune disease where the immune system attacks healthy 
cells by mistake. This causes inflammation in different parts of my body, including 
the optic nerve (which carries signals from the eyes to the brain), the spinal cord 
and the brain stem (which connects the brain to the spinal cord). For me, this 
inflammation has led to [insert your specific symptoms, which could be vision 
problems, fatigue, muscle weakness and/or severe pain]. I take medicine to 
help manage my NMOSD, but it is a disease I will have for life."

https://shorturl.at/JTeOc
https://guthyjacksonfoundation.org/
https://www.sumairafoundation.org
https://wearesrna.org
https://wearesrna.org


Conversation Thought Starters
You know your relationships best, and conversations about NMOSD will vary depending on who 
you are speaking to. Whether you’re discussing your condition with family, friends, children, 
colleagues or a partner, below are thought starters to help with those conversations. 

        Conversations With
        Family Members/Friends

• Ask for support. Reach out for any help you need with daily 
  activities, such as getting to doctor appointments, picking up 
  kids from school or occasionally having a meal dropped off.

• Find community connections. If you're feeling unsure about 
  who to turn to or looking for connection with others who truly 
  understand, there are resources available. Explore virtual or 
  in-person support groups and other resources at 
  NMOSDWontStopMe.com.

Know your limits and 
accept help. It’s good 
to know that you have 
a community who can 
provide different levels 
of support.” 

–Don, whose daughter lives 
  with NMOSD

At the end of the day, it’s 
all about the reassurance. 
Because if I’m overthinking, 
I want my mom to reassure 
me that everything’s going 
to be ok.” 

–Hailey, whose mom lives 
  with NMOSD

        Conversations With Children

• Make it age appropriate. Use simple words or visuals to 
  explain NMOSD to younger kids and guide teens to 
  reliable online resources.

• Clear up misconceptions. Explain that NMOSD is not 
  contagious or hereditary.

• Encourage conversation. Help children feel a sense of 
  control by assessing how much they want to know about 
  your disease and allowing them to ask plenty of questions.

Leah, who lives 
with NMOSD, 
and her parents

https://www.nmosdwontstopme.com/


Visit NMOSDWontStopMe.com to hear conversations 
between those living with NMOSD and their loved ones.
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         Conversations With Employer/Coworkers

• Discuss available accommodations. Talk to your manager and/ 
  or human resources so they are aware of accommodations 
  you may need, such as more frequent breaks, support for 
  vision-related problems or time off for doctor appointments. 

  The ADA.gov is a great resource for understanding your 
  rights and available workplace accommodations. 

  You can also find free and confidential guidance on job 
  accommodations and disability employment issues 
  from the Job Accommodation Network.

• Ask about the Family and Medical Leave Act (FMLA). This law provides employees with job-protected, 
  unpaid leave if they are unable to work because of a serious health condition. 

• Know the emergency plan. Reach out to your employer about the plans they may have in place to ensure 
  you will have the assistance you need if an emergency arises. Download the medical resource card 
  from NMOSDWontStopMe.com to also help you be prepared.

If you have a good relationship 
with your coworkers, then it’s 
good to tell them so that they 
can be aware of symptoms 
to look out for and call your 
emergency contact.” 

–Lety, who lives with NMOSD

        Conversations With New Relationships

• Share to build trust. It can be hard to be open  
  about your situation when you meet new people, 
  but talking about NMOSD early in your relationship 
  can help build trust and grow your support system.

• Be upfront about plans. Explain that your symptoms 
  can be unpredictable, so you may need to cancel 
  or adjust plans at the last minute depending on 
  how you are feeling.

Capture notes from your conversations here:
Lety, who lives with NMOSD, and her husband

https://www.ada.gov/resources/employment-seeking-guide/
https://askjan.org/about-us/index.cfm
https://shorturl.at/AixQ4
https://www.nmosdwontstopme.com/get-to-know-my-nmo

